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MENTAL RETARDATION AND OTHER DEVELOPMENTAL 
DISABILITIES, 1969 



MONDAY, NOVEMBER 10, 1969 

U.s. Senate, 

Subcommittee on Health 
of the Committee on Labor and Public Welfare, 

Washington , D.C . 

The subcommittee met at 9 :30 a.m., pursuant to call, in room 4232, 
New Senate Office Building, Senator Edward M\ Kennedy presiding 
pro tempore. 

Present: Senators Kennedy (presiding pro tempore) and 
Dominick. 

Committee staff members present: Robert 0. Harris, staff director; 
James Babin, professional staff member to the subcommittee, and 
Jay B. Cutler, minority counsel to the subcommittee. 

Senator Kennedy. The subcommittee will come to order. 

Today, the Senate Subcommittee on Health begins 2 days of public 
hearings on legislative proposals dealing with mental retardation and 
other developmental disabilities. 

It has now been 6 years since Congress enacted tjie basic Federal 
legislation in this area. We know from the rising level of public con- 
cern over this major national problem that the scope and funding 
of our present efforts are far too narrow to provide the services and 
facilities that are needed. 

In the course of these hearings, the subcommittee will receive testi- 
mony from public officials, private citizens and the representatives of 
a number of organizations and institutions familiar with the needs 
and aspirations of the retarded. 

• The legislation pending before the subcommittee is S. 2846, the 
‘‘Developmental Disabilities Services and Facilities Construction Act 
of 1969,” which I introduced in the Senate in August, and which is 
cosponsored by Senators Yarborough, Williams of New Jersey, Nel- 
son, Mondale, Eagleton, Cranston, Hart, and Javits. 

The text of the bill, along with my remarks at the time I introduced 
it, shall be printed at this point. 

(The bill S. 2846 and introductory remarks follow:) 

(1) 
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1st Session 



S. 2846 



IN THE SENATE OF THE UNITED STATES 

August 18, 1969 

Mr. Kennedy (for himself, Mr. Yarborough, Mr. Cranston, Mr. Eagleton, 
Mr, Hart, Mr, Javits, Mr. Mondale, Mr. Nelson, and Mr. Williams of 
New Jersey) introduced the following bill; which was read twice and 

REFERRED TO THE COMMITTEE ON LABOR AND PUBLIC WELFARE 



A BILL 

To assist the States in developing a plan for the provision of com- 
prehensive services to persons affected by mental retardation 
' and other developmental disabilities originating in childhood, 
to assist the States in the provision of such services in accord- 
ance with such plan, to assist in the construction of facilities 
to provide the services needed to carry out such plan, and for 
other purposes. 

1 Be it enacted by (he Senate and Bouse of Representa- 

2 tives of the United States of America in Congress assembled, 

3" ‘ SHORT TITLE 

4 Section 1. This Act may be cited as the “Develop- 

5 mental Disabilities Services and Facilities Construction Act 

6 of 1969.” 

II 



8 



3 

2 



1 TITLE I— GRANTS FOR PLANNING, PROVISION OR 

2 SERVICES, AND CONSTRUCTION OF FACILI- 

3 TIES FOR PERSONS WITH DEVELOPMENTAL 

4 DISABILITIES 

5 Sec. 101. Part 0 of the Mental Retardation Facilities 

6 Construction Act, as amended, is amended by striking out 

7 sections 131 through 137 and substituting the following: 

8 “Part C — Grants for Planning, Provision of Serv- 
ices, and Construction of Facilities for Per- 
sons With Developmental Disabilities 

“DECLARATION OF PURPOSE 
“Sec. 130. The purpose of this part is — 

“ (a) to make grants to assist the several States in 
developing and implementing a comprehensive and 
continuing plan for meeting the current and future needs 
for services to persons affected by developmental dis- 
abilities ; and 
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10 

11 

12 

13 

14 

15 



18 

19 

20 
Vfl 
22 

23 

24 



“ (b) to make grants to assist public and nonprofit 
agencies in the construction of facilities for the provision 
of services to persons affected by developmental dis- 
abilities. 

“AUTHORIZATION OF APPROPRIATIONS 
, “Sec. 131. In order to make the grants to carry out the 
provisions of section 130, there are authorized to be. appro- 
priated $100,000,000 for the fiscal year ending June 30, 

' • >»'*-»■ 



25 
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3 

1 1971, $150,000,000 for the fiscal year ending June 30, 1972, i 

2 $200,000,000 for the fiscal year ending June 30, 1973, j 

3 $250,000,000 for the fiscal year ending June 30, 1974, and 

4 $250,000,000 for the fiscal year ending June 30, 1975. j 

5 “state allotments j 

I 

f 

6 “Seo. 132. (a) (1) From the sums appropriated to j 

7 carry out the purposes of section 130 for each fiscal year, j 

8 the several States shall be entitled to allotments determined, j 

9 in accordance with regulations, on the basis of (A) the pop- 

10 ulation, (B) the extent of need for services nnd facilities 

11 for perso'ns with developmental disabilities, nnd (O) the 

12 financial need of the respective States; except that the allot- 

13 ment of any State (other than the Virgin Islands, American 

14 Samoa, Gnnm, and the Trust Territory of the Pacific 
Islands) for any such fiscal year shall not be less than 

16 $ 100 , 000 . ’ 

17 “(2) In determining, for purposes of paragraph (1), 

18 the extent of need in any State for services and facilities i 

1® for persons with developmental disabilities, the Secretary j 

20 shall take into account the scope and extent of the services j 

21 specified, pursuant to section 134(b) (4) , in the State plan | 

22 of such State approved under this part. 

22 “ (3) Sums allotted to a State for a fiscal year and 

24 designated by if for constniction nnd remaining unobligated 
26 at the end of such year shall remain available to such State 
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1 for such purpose for the next fiscal year (and for such year 

2 only) , in addition to the sums allotted to such State for 

3 guch npxt fiscal year: Provided, That whenever the State 

4 plaa calls for the construction of a specifio facility the Fed- 

5 eral share of which will exceed the State’s maximum per- 
, 6 pssible allotment for construction, for the fiscal year, the 

7 Secretary may, on the request of the State, provide that fui\ds 

8 allotted to the State remain available, to the extent neces- 

9 saty but not to exceed two additional years, to bo combined 
19 with subsequent allotments for the specified purpose. 

11 ; “(b) Whenever the State plan developed in accordance 

12 with section 134 provides for participation of more than one 

13 State agency in administering or supervising the ndministra- 
11 tjon of designated portions of the State plan, the State may 
.1®. apportion its allotment among such agencies in a manner 
1® which, to the satisfaction of the Secretary, is reasonably re- 
17 lated to the responsibilities assigned to such agencies in 
1® carrying out the purposes of this part. Funds so apportioned 
l 9 ,toi State agencies may be combined with other State or 
3® Federal funds authorized to be spent for other purposes, 
21. provided the purposes of this part will receive proportionate 
^ benefit from the combination- 

23 “ ( c) The amount of an allotment to a State for a fiscal 

24 y e ‘ a r which the Secretory determines will not he required by 

25 the Stute during the period for which it i3 available for the 

^"1 
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1 purpose for which allotted shall be available for realloiment 

2 by the Secretary from time to time, on such date or dates 

3 as ho may fix, to other States with respect to which such a 

4 determination has not been made, in proportion to the 

5 original allotments of such States for sucli fiscal year, but 

6 with such proportionate amount for any of such other Stntes 

7 being reduced to the extent it exceeds the siun the Secrotary 

8 estimates such State needs and will be able to use during 

9 such period ; and the total of such reductions shall be similarly 

10 reallotted among the States whose proportionate amounts 

11 were not so reduced. Any amount so reallotted to a State 

12 for a fiscal year shall be deemed to be a part of its allotment 

13 under subsection (a) for suoh fiscal year. 

14 “national advisory council on services and facili- 

15 TIES FOR THE DEVELOPMENTALLY DISABLED 

1G “Sec. 133. (a) (1) Thorc is hereby established a Na- 

17 tional Advisory Council on Sorvices and Facilities for the 

18 Developmentally Disabled (hereinafter referred to as the 

19 ‘Council’) , which shall consist of twelve members,' not other- 

20 wise in the regular full-time employ of the United States, 

21 to be appointed by the Secretary without regard to the pro- 

22 visions of title 5, United States Code, governing appoint- 

23 ments in the competitive civil service. 

24 “ (2) The Secretary shall from time to time designate 






1 one of the members of the Council to serve ns Chairman 

2 thereof. 

3 “ (3) The members of the Council shall be selected from 

4 leaders in the fields of service to the mentally retarded and 

5 other developmentally disabled poisons, in State or local 

6 government, nnd in organizations representing consumers of 

7 such services. At least four members shall be representative 

8 of State or local agencies responsible for services to the de- 

9 velopinentnlly disabled, mid at least four shall be represent- 

10 ative of the interests of consumers of such services. 

11 “ (b) Each member of the Council shall hold office for a 

12 term of four years, except that any member appointed to fill 

13 a vacancy occurring prior to the expiration of the term for 

14 which his predecessor was appointed shall be appointed for 

15 the remainder of such term, and except that, of the twelve 

16 members first appointed, three shall hold office for a term of 

17 three years, three shall hold office for a term of two years, 

18 and three shall hold office for a term of one year, as desig- 

19 nated by the Secretary at the time of appointment. 

20 “ (c) It shall be the.duty and function of the Council to 

21 (1) advise the Secretary with respect to any regulations 

22 promulgated or proposed to be promulgated by him in the 

23 implementation of this title, and (2) study and evaluate 

24 programs authorized by this title with a view to determining 




1 their effectiveness in carrying out the purposes for which 

2 they were established. 

3 “ (d) The Council is authorized to engage such technical 

4 assistance as may be required to carry out its functions, and 

5 the Secretary shall, in addition, make available to the Council 

6 such secretarial, clerical, and other assistance and such statis- 

7 tical and other pertinent data prepared by or available to the 

8 Department of Health, Education, and Welfare as it may 

9 require to carry out such functions. 

10 “ (o) Members of the Council, while attending meetings 

11 or conferences thereof or otherwise serving on the business 

12 of the Council, shall bo entitled to receive compensation 

13 at rates fixed by the Secretary, but not exceeding $100 per 

14 day and, while so serving away from their homes or regular 

15 places of business, they may be allowed travel expenses, in- 

16 eluding per diem in lieu of subsistence, as authorized by sec- 

17 tion 5703 of title 5, United States Code, for persons in tire 

18 Government service employed intennittently. 

19 “state plans 

20 “Sec. 134. (a) Any State desiring to take advantage 

21 of this part must have a State plan submitted to and ap- 

22 proved by the Secretary under this section. 

23 “(b) In order to be approved by the Secretary under 
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this section, a State plan for the provision of services and 
facilities for persons with developmental disabilities must— 
“ (1) designate (A) a State planning and advisory 
council, to be responsible for submitting revisions of the 
State plan and transmitting such reports as may be re- 
quired by the Secretary; (B) the State agency or agen- 
cies wliich may administer or supervise the administra- 
tion of all or designated portions of the State plan; and 
(C) a single State agency as the sole agency for ad- 
ministering or supervising the administration of grants 
for construction under the State plan; 

“ (2) set forth policies and procedures for the ex- 
penditure of funds under the plan, wliich, in the judg- 
ment of the Secretary, are designed to assure effective 
continuing State planning, evaluation, and delivery of 
services (both public and private) for persons with de- 
velopmental disabilities; . > 

“( 3 ) contain or be supported by assurances satis- 
factory to the Secretary that (i) the funds paid to the 
State under this part will be used to make a significant 
contribution toward strengthening services for persons 
with developmental disabilities in the various political 
subdivisions of the State in order to improve the quality, 
scope, and extent of such services; (ii) part of such funds 
will be made available to other public or nonprofit pri- 
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1 vate agencies, institutions, and organizations; (in) such 

2 funds will be used to supplement and, ft? the extent prac- 

3 ticable, to increase the level of funds that would other- 

4 (wise be made available for the purposes for which the 

5 Federal funds are provided and not to supplant such non- 

6 Federal funds; and (iv) there will be reasonable State 

7 financial participation in the cost of administering and 

8 implementing the State plan; 

9 “ (4) (A) provide for the furnishing of a range of 

10 cervices and facilities for persons with developmental 

11 disabilities associated with mental retardation, (B) 

12 specify the other categories of developmental disabilities 

13 which will be included in the State plan, and (C) 

14 describe the quality, extent and scope of such sendees as 

15 will be provided to persons with mental retardation and 

16 other developmental disabilities; 

17 “ (5) provide that services and facilities furnished 

18 under the plan for persons with developmental disabili- 

19 ties will be in accordance with standards prescribed by 

20 regulations, including standards as to the scope and qual- 

21 ity of such services and the maintenance and operation 

22 of such facilities; 

23 “ (6) provide such methods of administration (in- 

24 oluding methods relating to the establishment and main- 

S. 2846 2 
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1 tenance of personnel standards on a merit basis, except 

2 that the Secretary shall exerciso no authority with re- 

3 gpect to the selection, tenure of office, and compensation 

4 of any individual employed in accordance with such 

5 " methods) as are found by the Secretary to be necessary 

6 for the proper and efficient operation of the plan; 

•7 ' • “ (7) provide that the State planning and advisory 

8 council shall be adequately staffed, shall include repre- 

0 ' sentatives of each of the principal State agencies and 

10 representatives of local agencies and nongovernmental 

11 1 ^organizations and groups concerned with services for per- 

12 • sons with developmental disabilities: Provided, That at 

13 least one-third of the membership of such council shall 

14 consist of representatives of consumers of such services ; 

15 • “ (8) provide that the State planning and advisory 

16 council will from, time to time, but not less often than 

17 annually, review and evaluate its State plan approved 

18 under this section and submit appropriate modifications 

19 : to the Secretary; 

20 “ (9) proride that the State agencies designated 

21 in paragraph (1) will make such reports, in such form 

22 and containing such information, as the Secretary may 

23 from time to time reasonably require, and will keep such 
24: 1 • records and afford such access thereto as the Secretary 
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11 

finds necessary to assure the correctness and verification 
of such reports; 

“(10) provide tliat special financial and technical 
assistance shall be given to areas of urban, or rural pov- 
erty in securing services and facilities for developmen- 
tally disabled residents of such areas ; 

“(11) describe the methods to be used to assess 
the effectiveness and accomplishments of the State in 
meeting the needs of developmentally disabled persons 
in the State; 

“ (12) provide for the development of a program lof 
construction of facilities for the provision of services for 
persons with developmental disabilities which (A) iB 
based on a statewide inventory of existing facilities and 
survey of need ; and (B) which meets the requirements 
. prescribed by the Secretary for furnishing needed serv- 
ices to persons unable to pay therefor; 

“(13) set forth the relative need, determined in 
accordance with regulations prescribed by the Secretary, 
for the several projects included in the construction pro- 
gram referred to in paragraph (12) , and assign priority 
to the construction of projects, insofar as financial re- 
sources available therefor and for maintenance and oper- 
ation make possible, in the order of such relative need; 
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“(14) specify the per centum of the State’s allot- 
ment (under section 132) for any year which is to bo 
devoted to construction of facilities, -which per centum 
shall be not more than 50 per centum or such lesser per 
centum of the allotment as the Secretary may from time 
to time prescribe ; 

“(15) provide for affording to every applicant for 
a construction project an opportunity for hearing before 
the State agency; 

“(16) provide for such fiscal control and fund 
accounting procedures as may be necessary to assure the 
proper disbursement of and accounting for funds paid 
to the State under this part; and 

“(17) contain such additional information and as- 
surances as the Secretary may find necessary to carry 
out the provisions and purposes of this part, 

“(c) The Secretary shall approve any State plan and 
any modification thereof which complies with the provisions 
of subsection (b) . The Secretary shall not finally disapprove 
a State plan except after reasonable notice and opportunity 
for a hearing to the State. 

“approval op pbojects foe construction 
“Sec. 135. (a) For each project for construction pur- 
suant to a State plan approved under this part, there shall 
bp submitted to the Secretary through the State agency 
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designated in section 134 (b) (1) (C) , an application by Hie 
State or a political subdivision thereof or by a public or other 
nonprofit agency. If two or more agencies join in the cori- 
stroction of the project, the application may be filed by one 
or more of such agencies. Such application shall set forth— 
“(1) a description of the site for- such project;' 
“(2) plans and specifications thereof, in accord- 
ance with regulations prescribed by the Secretary) '* 
“(3) reasonable assurance that title to such site 
is or will be vested in one or more of the agencies filing 
the application or in a public or other nonprofit agency 
which is to operate the facility; 

“(4) reasonable assurance that adequate financial 
support will be available for the construction of the 
project and for its maintenance and operation when 
completed; 

“(5) reasonable assurance that all laborers and 
mechanics employed by contractors or subcontractors in 
the performance of work on construction of the project 
will be paid wages at rates not less than those prevail- 
ing on similar construction in the locality as determined' 
by the Secretary of Labor in accordance with the Davis- 
Bacon Act, as amended (40 U.S.C. 276a— 276a-5 ) ; 
and the Secretary of Labor shall have with respect to 
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1 the labor standards specified in this paragraph the au- 

2 thority and functions set forth in Reorganization Plan 

3 Numbered 14 of 1950 (15 F.R. 3176) and section 2 of 

1 the Act of June 13, 1934, as amended (40 U.S.O. 

5 276c) ; and 

6 “(6) a certification by the State agency of the 

7 Federal share for the project. 

8 “(b) The Secretary shall approve such application if 

9 sufficient funds to pay the Federal share of the cost of 

10 construction of such project are available from the allotment 

11 to the State, and if the Secretary finds (1) that the appli- 

12 cation contains such reasonable assurances as to .title, finan- 

13 cial support, and payment of prevailing rates of wages and 
11 overtime pay, (2) that the plans and specifications are in 
10 accord with regulations prescribed by the Secretary, (3) 
10^ that the application is in conformity with the State plan 
17 approved under this part, and (4) that the application has 
IS been approved and recommended by the State agency and 

19 is entitled to priority over other projects within the State in 

20 accordance with the State’s plan for persons with develop- 

21 mental disabilities and in accordance with regulations pre- 

22 soribedby the Secretary . 

23 “(c) No application shall be disapproved until the 
21 Secretary has afforded the State agency an opportunity for 
20 a hearing. 
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15 

1 “(d) Amendment of any approved application shall be 

2 subject to approval in the same manner as the original 

3 application. 

4 “withholding of payments for construction ' 

5 “Sec. 136. Whenever the Secretary, after reasonable 

6 notice and opportunity for hearing to the State agency des- 

7 ignated in section 134(b) (1) (C) finds — 

8 “ (a) that the State agency is not complying sub- 

9 stantially with the provisions required by section 134 

10 (b) to be included in the State plan, or with regulatioiis 

11 of the Secretary; 

12 “(b) that any assurance required to be given in an 

13 application filed under section 135 is not being or can- 

14 not be carried out; • 

15 “ (c) that there is a substantial failure to cany out 

16 plans and specifications related to construction approved 

17 by the Secretary under section 134; or 

18 “ (d) that adequate funds are not being provided 

19 annually for the direct administration of the State plan; 

20 the Secretary may forthwith notify the State agency that— 

21 “(e) no further payments will be made to the 

22 State for construction from allotments under this part; 

23 or 

24 “ (f) no further payments will be made from allot- 
ments under this part for any project or projects desig- 
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1 natcd by the Secretary as being affected by. the action 

2 or inaction referred to in paragraph- (a), (b), (c), or 

3 (d) of this section; .!'• ' 

4 as the Secretary may determine to be appropriate under 

5 the circumstances; and, except with regard to any project 

6 for which the application lias already been approved and 

7 which is not directly affected, further payments for coii- 

8 struction projects may be withheld, in whole or in part, 

9 until there is no longer any failure to comply (or to carry 

10 out the assurance or plans and specifications or to provide 

11 adequate funds, as the case may be) or, if such compliance 

12 (or other action) is impossible, until the ■ State repays or 

13 arranges for the repayment of Federal moneys to which the 

14 recipient was not entitled. ; : i . 

15 “payments to tiie states FOE PLANNING. AND SERVICES 
1® “Sec. 137. (a) (1) From each State’s allotments f|or 
17 a fiscal year under section 132, the State shall be paid tlfe 
1® Federal share of the expenditures, other than expenditures 
49 for construction, incurred during such yenr under its State 

plan approved under this part. Such payments shall he made 

21 from time to time in advance on the basis of estimates by 

22 the Secretary of the sums the State will oxpend under the 
2® State plan, except that such adjustments as may be necessary 

24 shall be made on account of previously made underpayments 

25 or overpayments under this section. ’ - 
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17 

“(2) Tor the purpose of determining the Federal 
share of any State, expenditures by a political subdivision 
thereof or by nonprofit private agencies, organizations, and 
groups shall, subject to such limitations and conditions as 
may be prescribed by regulations, be regarded as expendi- 
tures by such State. 

“(b) The ‘Federal share’ for any State for purposes 
of this section for any fiscal year shall be 80 per centum of 
the expenditures, other than expenditures for construction, 
incurred by the State during such year under its State plan 
approved under this part. 

“WITHHOLDING OP PAYMENTS FOB PLANNING AND SERVICE 
“Sec. 138. Whenever the Secretary, after reasonable 
notice and opportunity for hearing to the State planning 
and advisory council finds that — 

“ (1) there is a failure to comply substantially with 
any of the provisions required by section 134 to be in- 
cluded in the State plan; or 

“ (2) there is a failure to comply substantially with 
any regulations of the Secretary whieli are applicable 
to this part, 

the Secretary shall notify such State council that further pay- 
ments will not be made to the State under this part (or, in 
his discretion, that further payments will not be made to the 
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State under this part for activities in which there is such fail- 
ure) , until he is satisfied that there will no longer be such 
failure. Until he is so satisfied, the Secretary shall make no 
further payment to the State under this part, or shall limit 
further payment under this part to such State to activities 
in which there is no such failure. 

“regulations 

“Seo. 139. Not later than March 1, 1970, the Secretary, 
after consultation with the National Advisory Council on 
Services and Facilities for the Bevelopmentally Disabled 
(established by section 133), by general regulations appli- 
cable uniformly to all the States, shall prescribe— 

“(1) the kinds of services which are needed to 
provide adequate programs for persons with develop- 
mental disabilities, the kinds of services which may lie 
provided under this part, and the categories of persons 
for whom such services may be provided ; 

“ (2) standards as to the scope and quality of serv- 
ices which must be provided for persons with develop- 
mental disabilities under a State plan approved under 
this part; 

“ (3) the general manner in which a State, in carry- 
ing out its State plan approved under this part, shall 
-determine priorities for services nnd facilities based on 
type of service, categories of persons to be served, and 
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type of disability, with special consideration being given 
to the needs for such services and facilities in areas of 
urban and rural poverty; and 

“ (4) general standards of construction and equip- 
ment for facilities of different classes and in different 
types of location. 

“nonduplioation 

“Sec. 140. (a) In determining the amount of any pay- 
ment for the construction of any facility under a State plan 
approved under this part, there shall be disregarded (1) any 
portion of the costs of such construction which are financed 
by Federal funds provided under any provision of law other 
than this part, and (2) the amount of any non-Federal 
funds required to be expended as a condition of receipt of 
such Federal funds. 

“ (b) In determining the amount of any State’s Federal 
share of expenditures for planning and services incurred by it 
under a State plan approved under this part, there shall be 
disregarded (1) any portion of such expenditures which are 
financed by Federal funds provided under any provision of 
law other than this part, and (2) the amount of any non- 
Federal funds required to be expended as a condition of 
receipt of such Federal funds.” 

Sec. 102. (a) Section 401 of the Mental Retardation 
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Facilities and Community Menial Health Centers Construc- 
tion Act of 1963, as amended (42 U.S.C. 2691) , is amended 
by— 

(1) inserting “the Trust Territory of the Pacific 
Islands” after “American Samoa” in subsection (a) ; 

(2) striking out subsection (b) and inserting in 
lieu thereof the following: 

“(2) The term ‘facility for the developmentally dis- 
abled’ means a facility, or a specified portion of a facility, 
designed primarily for the delivery of one or more services 
to persons affected by one or more developmental dis- 
abilities.”; 

(3) striking out the words “mentally retarded” 
wherever they occur in subsection (d) and inserting the 
words “developmentally disabled” in lieu thereof; 

(4) striking out “August 31” in subsection (j) (1) 
and inserting in lieu thereof “September 30”; and 

(5) by adding at the end of the section the follow- 
ing subsections: 

“(1) The term ‘developmental disability’ means a dis- 
ability attributable to mental retardation, cerebral palsy, 
epilepsy, a neurological impairment, a sensory defect, or any 
other chronic physical or mental impairment of an individual 
which originates before such individual attains age eighteen, 
which has continued or can be expected to continue indefi- 
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1 ■ nitely, and which, 'Constitutes a substantial handicap to rauah 

2 individual. . •• ,u - , .! , ,, ...... :: 

“(ra) The torm ‘services for persons with developmental 

4 disabilities', menus; specialized services or .special adaptations 

5 of generic services directed toward the, alleviation of a devel- 

6 opmental disability or toward the social, personal, physical, Or 
; 7,,. economic habilitatiou ojy. rehabilitation of . an individual 

8 affected by. such a.* disability, , and such term includes, :diag- 

9 nosis, evaluation, treatment, personal care, day-care, domi- 
10 , ciliary carey special Hying arrangements, training, education, 
11 .: sheltered employment,, recreation; counseling ofitho individual 

12 affected by such disabiUty and of his family,! protective and 

13 other social and sooio-legal services and information and refer- 

14 ral services. •„ . ; i,.i .•••••. 1 : 

15 “(n) The term. .‘regulations’ means (unlees' the text 

10 otherwise indicates) regulations promulgated by the Secre- 
17 taiy,” • ■•.. ... . >"■ 

1^ ,i : , (b) Sections 403 and 405 of such, Act are amended by 

19 inserting the words “or. the developmental^ disabled” after 1 

20 thte words “mentally retarded’! wherever they ooctyr* 



22 • Sec. 103. .The amendment made by this title shall 



24 iiQ70: .Provided, however, That funds appropriated prior to 

25 that date under, part C of the Mental Retardation i facilities 
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23 apply with respect to fiscal years beginning after June 30, 
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Construction Act shall remain available for obligation during 
the fiscal year ending June 30, 1971. 

TITLE II— AMENDMENTS TO PART B OE THE 
MENTAL RETARDATION FACILITIES CON- 
STRUCTION ACT 

CAPTION 

Sec. 201. (a) (1) The caption to part B of the Mental 
Retardation Facilities Construction Act is amended to read 
as follows: 

“Construction, Demonstration and Training Grants 
for University- Affiliated Mental Retardation 
Facilities”. 

CONSTRUCTION GRANTS 

Seo. 202. (a) The first sentence of section 121 (a) of 
the Mental Retardation Facilities *Construction Act is 
amended— 

(1) by striking out “clinical facilities providing, as 
nearly as practicable, a full range of inpatient and out- 
patient services for the mentally retarded (which for 
purposes of this part, includes other neurological handi- 
capping conditions found by the Secretary to be suffi- 
ciently related to mental retardation to warrant inclu- 
sion in this part) and”; 

(2) by striking out “clinical training” and inserting 
in lieu thereof: “interdisciplinary training”; and 
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(3) by striking out “each for the fiscal year ending 
June 30, 1969, and the fiscal year ending June 30, 
1970” and inserting in lieu thereof: “for each of the next 
' seven fiscal years”. • 

(b) Section 121 of such Act is amended by adding at 
the end thereof the following subsection: 

“(c) For purposes of this part, the term ‘mentally re- 
tarded’ shall include mental retardation and other neurolog- 
ical handicapping conditions found by the Secretary to be 
sufficiently related to mental retardation to warrant inclu- 
sion in this pnrt.” 

DEMONSTRATION AND TRAINING GRANTS 

Sec. 203. Part B of the Mental Retardation Facilities 
Construction Act is amended by redesignating sections 122, 
123, 124, and 125 as sections 123, 124, 125, and 126, 
respectively, and by adding the following new section after 
section 121: 

“Sec. 122. (a) For the purpose of assisting institutions 
of higher education to contribute more effectively to the solu- 
tion of complex health, education, and social problems of 
children and adults suffering from mental retardation, the 
Secretary may, in accordance with the provisions of this part, 
make grants to cover costs of administering and operating 
demonstration facilities and interdisciplinary training pro- 
grams for personnel needed to render specialized services to 
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1 the mentally retarded, including established disciplines as 

2 well as new kinds of training to meet critical shortages in the 

3 care of the mentally retarded. 

4 “ (b) For the purpose of making grants under this sec- 

5 tion, there is authorized to be appropriated $7,000,000 for 

6 the fiscal year ending June 30, 1971; $11,000,000 for the 

7 fiscal year ending June 30, 1972; $15,000,000 for the fiscal 

8 year ending June 30, 1973 ; and $20,000,000 for each of the 

9 next two fiscal years. 

10 Seo. 204. Section 123 of such Act, as redesignated by 

11 this Act is, amended by inserting “ (a) ” after “Seo. 122,” 

12 by inserting “the construction of” before “any facility,” and 

13 by adding the following new subsection at the end thereof: 

14 “ (b) Applications for demonstration or training grants 

15 under this part may be approved by the Secretary only if 

16 the applicant is a college or university operating a facility 

17 of the type described in section 121, or is a public nonprofit 

18 agency or organization operating such a facility.” 

19 Sec. 205. Section 124 of such Act, as redesignated by 

20 this Act, is amended by deleting the phrases “for the con- 

21 struction of a facility” and “of construction” in subsection 

22 (a) thereof, and by deleting the phrase “in such installments 

23 ' consistent with construction progress,”. 

24 Seo. 306. Section 125 of such Act, as redesignated by 
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1 this Act, is amended by inserting “construction” before 

2 funds” in the first line thereof. 

3 

MAINTENANCE OP EFFOBT 

* SEC. 307. Such Act is emended by adding at the end 

5 thereof the following new section: 

6 “Seo. 120. Applications for pants under this part may 

7 be approved by the Secretary only if the application con- 

8 lam or is supported by reasonable assurances that the pa„ te 

9 mil not result in any deemase in the level of State, local, and 

10 other non-Pederal funds for mental relation services and 

11 tnrrning which would (except for such grant) be available 

12 to the applicant, but that such pants will be ur*f to supple- 

t, and, to the extent practicable, to increase the level 
W of such funds.” 
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S. 2S4G — Introduction of a Bill To Provide Services and Facilities koii 
Persons With Developmental Disamuties 

Mr. Kennedy, air. President, on behalf of Senator Yarborough and myself. I 
introduce for appropriate reference the Developmental Disabilities Services and 
Facilities Construction Act of 19(59. The principal title of the bill would broaden 
existing Federal grant programs by providing an extensive new range of services 
and facilities for the mentally retarded and other persons affected by develop 
mental disabilities. .V separate title of the bill would extend for 5 years the 
current statutory program authorizing construction of university facilities and 
training programs for the care and treatment of the dcvclopmon tally disabled, 
and would amend the existing legislation to place greater emphasis on the inter- 
disciplinary character of such programs. 

In 19G3 Congress enacted the first major Federal legislation for the specific 
assistance of the mentally retarded. The Mental Retardation Facilities Construc- 
tion Act, enacted as part of the combined mental health-mental retardation 
legislation of that year, was the outgrowth of the patlibrcakiug work of the 
President’s Panel on Mental Retardation, appointed by President Kennedy in 
1002. 

The President's Panel found an appalling shortage of appropriate residential 
and nonrcsidentinl facilities for our mentally retarded citizens, both children and 
adults. The panel also recognized the need for new approaches to the training' 
of personnel to work witli the handicapped, to diagnose their difficulties, to treat 
their disorders, to train their crippled minds, to cultivate their potential for 
rewarding activity, and to counsel their bewildered families. 

The Panel also recognized the need for the establishment of special centers for 
research into the causes of mental retardation and its care and treatment. In 
such centers, the differing skills of a variety of professionals and other research 
oxi>orts could he focused on the basic unknowns of mental retardation, such as 
the chromosome abnormality in mongolism, or tin* effect of malnutrition on the 
prenatal development of infants. 

The investigators would study new methods for teaching language to children 
who do not learn to speak in the normal way. They would develop improved 
methods of behavioral training to overcome many of the other obstacles that, 
block the progress of retarded children, and better ways to train groups of 
children ill residential and nonrcsidentinl facilities. 

Ill the Mental Retardation Facilities Construction Act of 19G3. Congress im- 
plemented many of the panel’s basic recommendations. In the various provisions 
of the act, Congress established n program of Federal financial assistance for 
the construction of tlir^o types of facilities for the mentally retarded : 

Community facilities for the retarded; 

University-affiliated clinical facilities for the diagnosis, care, treatment, and 
training of the retarded, in conjunction with programs to train professional 
personnel to help such persons ; and 

Centers for research on mental retardation and related aspects of human 
development. 

In the initial years under the 19G3 act, Congress gave enthusiastic support 
to those three complementary programs. However, after a dozen mental retarda- 
tion research centers had been funded, the construction authority for this pro- 
gram was allowed to lapse. The authorization for the so-called university- 
affiliated facility program was renewed in 19G7, hut the program lias been 
underfunded since that time. In addition, budgetary restrictions have also forced 
a serious curtailment of the Community Facility Program in recent years. 

At the same time, however, there were liberalizing influences. In late 19G7. in 
response to the need for assistance in staffing the community facilities. Con- 
gress amended the legislation to authorize grants to he made for such staffing. 
The first staffing grants under tills amendment were announced last month, 
July 1909. Nearly 300 applications, requesting Federal funds totaling over $14 
million for the first full year of operation, were received, even though only $8 
million was actually appropriated for the fiscal year 1909. 

At the present time, under the 1963 net ns it has been amended, approximately 
300 community facilities and 19 facilities for university training programs have 
been funded, For ’the construction of facilities for the retarded, Congress has 
obligated a tot; \ of $50 million over a period of 5 fiscal years. Ironically, this 
amount is only slightly higher than the amount recommended by the President's 
Panel for each of the first 10 years of the proposed program. And, it represents 
less than one-third of the total cost of the facilities that have been established. 

We know that the scope and current level of funding of these programs are 
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not have the benefit of the kind of impetus that Congress has given to the States 
with resect to many other health ami mental health-related problems. 

It is time to remedy this oversight by providing specific Federal financial as- 
sistance to tile States for a wide variety of mental retardation services and fa- 
cilities. In addition, broad flexibility should Ik? allowed each State to npiwrtion 
its mental retardation grants among Its various governmental agencies, in ac- 
cordance with the particular State plan, and to Include liersons with related 
disorders. 

The magnitude of the problem of mental retardation was already enormous 
in 1903, the year the basic Federal statute was enacted. Since that, t ime, officials 
and rcsiioiisihlc citizens have become even more acutely a ware of the extent of 
the problem. The comprehensive State planning effort undertaken with Federal 
support and encouragement during the years lt)Go through 19(18 has pinpointed 
many of the defects in the present system. Knell State now has a view of its 
problems and its priorities, and of the steps it must take to meet them. In ninny 
States, new agencies have been created to spearhead the effort and bring a more 
effective and diversified attack on the problem. 

Yet another aspect, of the problem of mental retardation involves the need for 
better training of professional personnel working in this area. In 11)02, few physi- 
cians, psychologists, social workers, rehabilitation counselors, physical thera- 
pists. and others who could have contributed to the rehabilitation of the mentally 
retarded had the opportunity during their training for firsthand contact with 
handicapped children and adults. Kven fewer had the opimrttmity to observe or 
participate in demonstration programs for the education, care, or treatment of 
such liersons. 

Part B of the Mental Retardation Facilities Construction Act of 1903 was 
addressed to this serious deficiency. It. authorized Federal grants for the con- 
struction of clinical and demonstration facilities affiliated with colleges or uni- 
versities. A major emphasis of such grants was on the use of the facilities for 
training physicians and other specialized personnel. Although the first facilities 
funded under this program have now become operational, it will be several years 
before the spend a lists trained in the facilities will begin to linve a significant 
impact on services for the ret a rded. 

In the course of developing the plans for these facilities— of which 18 have 
now been approved and funded under the act — important lessons have been 
learned. It has become especially clear that, the proper approach to mental re- 
tardation, like ninny of today’s complex problems, requires the application of a 
variety of skills exercised in concert. Professional training of people to attack 
this problem must include not only skills traditional to their respective disciplines, 
but also techniques of professional teamwork and cooperative action by persons 
of diverse training and background. 

In addition, there is ail urgent need for training new kinds of personnel to 
meet the critical shortage in our existing system of care for the mentally re- 
tarded. We must encourage the development of new types of professionals and 
subprofessionals, who may be able to provide even better services for the retarded 
in many respects than the presently established disciplines are able to provide. 

For all of tile reasons I have mentioned, the time lias come to create new and 
more comprehensive approaches to the problems we first began to attack in the 
1DG3 legislation. Some of these approaches are proposed in the Developmental 
Disabilities Services and Facilities Construction Act of 1909, which I am intro- 
ducing today. 

In essence, the bill would assist the States in planning and carrying out a com- 
prehensive program of facilities and services for liersons suffering from mental 
retardation or other serious chronic mental or physical disabilities originating 
in childhood. Such disabilities are referred to in the Act as “developmental dis- 
abilities.” The bill would provide broad grants for the establishment, extension, 
improvement, and supplementary support of services, facilities, and training 
needed for the care and treatment of persons with such disabilities. 

In pnrtienlar, title I of the bill would : 

Assist the States in preparing nml implementing comprehensive plans for the 
care and treatment of persons suffering from mental retardation or a broad range 
of other developmental disabilities; 

Provide resources for improving residential care for the retarded, as recom- 
mended by tlie President’s Committee on Mental Retardation; 

Permit States to apportion parts of their grants among several State agencies, 
which may share the responsibility for implementing the State plan ; 

Permit State agencies to combine grant funds with other program funds, where 
proportionate benefit to the developmental! y disabled will result; and 
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Permit the States to adopt a wide variety of modes of funding their projects, 
including grants to voluntary organizations and universities. 

This portion of the bill would authorize appropriations of $100 million for 
fiscal year 1071, $150 million for fiscal year 3072, $200 million for fiscal year 1073, 
$250 million for liseal year 1074 and $250 million for fiscal year 1075. 

Title II of the bill would extend for 5 years — with annual authorizations at 
the present level of $20 million per year— the authority for Federal grants for 
construction of university-affiliated facilities for the mentally retarded, and 
iwrsons with related neurological handicaps. Such facilities would be established 
in conjunction with programs for the training of personnel for the diagnosis, 
education, care, training, and treatment of personnel for the diagnosis, educa* 
tion, care, training, and treatment of the retarded. The bill would further modify 
the existing law by placing greater emphasis on the interdisciplinary character of 
these training programs. 

In addition, title II provides that grants for such facilities anny be used to 
pay part of the basic costs of administering and operating the facilities. If 
Federal support for these basic costs can be reliably assured, the facilities will 
bo able to attract better support from the communities and the State agencies 
they serve, as well as from Federal agencies with established responsibilitos 
for professional manpower development in related disciplines. Title II au- 
thorizes the appropriation of a total of $73 million for this purpose over u 5-year 
l>eriod. 

I am hopeful that the proposed legislation will give us new determination 
lo attack the problems of the mentally retarded 'and those with other develop- 
mental disabilities. For too long, we have been content with inadequate guestures 
in this vital field. X look forward to the coming hearings and debates on this 
and other legislation as a fresh opportunity for us in Congress to examine oiu* 
present efforts and establish creative new programs for the future. * 

Senator Kennedy. At the outset, let me say that I appreciate the 
assistance and cooperation of Senator Yarborough, the distinguished 
chairman of this subcommittee, in allowing me to go forward with 
the preparation of these hearings during his official absence from 
the Senate on an important international mission. 

Senator Yarborough and I, along with each of the other members 
of this subcommittee, share a strong and deep commitment to the 
cause of providing a better life for those afflicted with mental re- 
tardation and other developmental disabilities. 

We look forward to these hearings as a major step toward establish- 
ing a more effective Federal program for the future. 

At this point, I would like to include as part of the record an 
opening statement prepared by Senator Yarborough for these hearings. 

PREPARED STATEMENT OP HON. KALPH YARBOROUGH, A U.S, 
SENATOR FROM THE STATE OP TEXAS 

In 1963 the Congress passed the Mental Retardation Facilities Con- 
struction Act, us part I of a combined mental health-mental retarda- 
tion bill — Public Law 88-164. Although the two parts of this bill 
were somewhat similar in format, their origins were quite differat. The 
mental retardation portion was the direct result of the work of the 
President’s Panel on Mental Retardation, appointed by President 
Kennedy in 1962. 

This body found an appalling shortage of appropriate residential 
and nonresidential facilities for the mentally retarded, both children 
and adults. It also saw the need for new approaches to training person- 
nel to work with these handicapped people, to diagnose their difficul- 
ties, treat their disorders, train tlieir crippled minds, cultivate their 
potentials for rewarding activity, and counsel their bewildered fam- 
ilies, To make the work of the professionals more effective, the Presi- 
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dent’s Panel also reeom mended the establishment of special research 
centers) where the differing skills of many people can be focused on 
the basic unknowns of mental retardation, such as the causes of mon- 
golism, the effects of malnutrition on the unborn baby, the best meth- 
ods of teaching language to those who do not learn to speak at the 
normal time in the normal way, the ways to modify the inappropriate 
behavior that stands in the way of a retarded child’s progress, and 
the best way to group children in a residential facility. 

Congress addressed itself to these recommendations with zeal in 
the 1963 legislation. This act authorized Federal aid for construction 
of (1) community facilities for the retarded, (2) exemplary facilities 
for the diagnosis, care, treatment, and training of retarded children 
in conjunction with university programs to train professional per- 
sonnel, and (8) mental retardation research centers. 

For 3 fiscal years — 1905 through 1967 — the Congress gave full and 
enthusiastic support to these three complementary programs. After 
a dozen research centers were funded, the construction authority was 
allowed to lapse. The university affiliated facility program was re- 
newed in 1967, but has been underfunded since then. Budgetary strin- 
gencies also forced curtailment of (he community facilities program, 
despite the increasing demand around the country; a demand result- 
ing from a peaceful mobilization of concerned citizens in all 80 States 
who were and are eager to right the wrongs to a long-neglected seg* 
ment of our population. 

We did, in 1967, belatedly provide a staffing provision to comple- 
ment these community construction grants. Some 285 applications 
requesting Federal funds totaling $14.4 million for the first year of 
operation were received against an $8.3 million appropriation for 
1969. ^ ' 

All in all, we have made possible 12 research centers, 19 university 
training programs — out of some 60 proposed — and approximately 
300 community facilities. 

To the construction of these community facilities we have obligated 
only $56 million Federal dollars in 5 years, only a trifle more than 
the President’s Panel recommended we pat up for each one of 10 years, 
and less than one third of the total cost of these facilities. 

Clearly this work, well begun, is far from finished. Yet all this sig- 
nificant legislation will expire in less than a year. 

Responsible State agencies estimate that projects requiring an 
estimated additional $100 million in Federal funds nationwide arc 
awaiting development pending the availability of Federal support. 

The President’s Committee on Mental Retardation, created as an on- 
going body in 1966, highlighted the problems of inadequate residential 
care for the retarded in its report MR 68. At least 50 percent of the 
country’s institutionalized retarded live in functionally inadequate 
buildings whose average age is 44 years. The staff is overworked, un- 
derpaid, and often ineffectively used because of inadequate training. 
Waiting lists for admission of retarded children and adults are long. 

Some helpful impact has been felt as small islands of innovation 
have been created under tlic Federal programs called ITIP and 
HIST — hospital improvement program and hospital inservice train- 
ing. These programs are operated on a project grant basis. For the 
past 3 years, less than $9 million lms been appropriated annually. 
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As a result, scarcely more than half the public institutions for the 
retarded in the country are benefiting: from each, in this, the sixth 
year of the program. 

The President’s Committee recommends that funds be made avail- 
able to all public institutions on the basis of a State plan for bringing 
present institutions up to standard and developing new types of local- 
ized residential facilities which will not have the dehumanizing char- 
acteristics often associated with large, remote hospitals. It is time to 
move from an underfunded project approach to a realistic formula 
grant approach which includes a direct attack on the problem of 
inadequate residential care. 

The magnitude of the need was already enormous in 19G3. The extent 
of it was better brought home to State officials and responsible citi- 
zens by the comprehensive mental retardation planning effort under- 
taken in every State during 1905-08, with Federal support and encour- 
agement. Each State now has a clearer view of its problems and a 
clearer idea of its own priorities, and of the steps it must take to 
meet them. In many States, new agencies have been created within a 
State government to spearhead the new efforts, to assume increasing 
commitments and display more effective and diversified capabilities 
in directing their own State programs. 

At the same time, it is being increasingly recognized that mental 
retardation is frequently associated with other kinds of developmental 
disability — such as cerebral palsy, epilepsy, congenital malformation, 
sensory disorders, and the like— and, further, that even the normally 
intelligent among children and adults with these disorders often have 
similar problems of special care, training, treatment and living ar- 
rangements. They are part of a continuum of disability. Like the 
retarded, they frequently have certain urgent needs which are not 
encompassed in any of the Federal programs of which we boast, 
because they are too young or too old or too handicapped. 

For all of these reasons, the time has come to propose new and more 
comprehensive approaches to the problems of those afflicted with 
developmental disabilities. I believe that the Developmental Disabili- 
ties Services and Facilities Construction Act of 1909, introduced by 
Senator Kennedy, and which I cosponsored, deserves the support of 
all of us. I congratulate Senator Kennedy for his initiative in this 
area and pledge my full support in behalf of S. 284G, the Develop- 
mental Disabilities Services and Facilities Construction Act of 1900. 

Senator Kennedy. Our first witness today will be a group of three 
distinguished representatives of the Department of Health, Educa- 
tion, and Welfare, who will testify on the status of current Federal 
programs for the retarded, and present the administration’s recom- 
mendations with respect to the pending legislation. 

The second witness will be Dr. William Gibson, of Ohio State Uni- 
versity, who will testify with special reference to the Federal pro- 
gram for university-affiliated facilities for the retarded. 

The third witness will bo Mr. Sherwood Mcssner, of the United 
Cerebral Palsy Associations, who will be accompanied by Mr. Ernest 
We inrich. Mr. Weinrich, who is moderately disabled by cerebral 
palsy, understands the problems of the severely retarded, and will 
speak for them at these hearings, since they cannot speak for them- 
selves. t 
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The fourth witness will be the Reverend Damien O’Shea, of West- •, 

villo Grove, N.J., who will testify with respect to the role of private 
nonprofit institutions in the Federal program. 

The magnitude of the problem of mental retnulation and develop- 
mental disabilities is- enormous. Today, there are 6 million retarded 
persons in the Nation. More than 125,000 babies are born each year 
who are, or will become, mentally retarded. ; 

Together with their families, the retarded make up nearly 10 per- j 

cent of our national population ; and the cost, of their care is several 
billions of dollars each year. 

The challenge wc face is immense, and we must- make our resources 
equal to the task. _ ■ 

Mr. Black, yon are the first witness, would you please proceed. 

STATEMENT OF CREED C. BLACK, ASSISTANT SECRETARY FOR \ 

LEGISLATION, HEW; ACCOMPANIED BY JESSE STEINFELD, 

DEPUTY ASSISTANT SECBETARY FOR HEALTH AND SCIENTIFIC 
AFFAIRS, HEW; ROBERT JASLOW, M.D., CHIEF, DIVISION OF 
MENTAL RETARDATION, REHABILITATION SERVICES ADMINIS- 
TRATION, SRS; AND EDWARD NEWMAN, PH. D., COMMISSIONER, 
REHABILITATION SERVICES ADMINISTRATION, SRS < 

Mr. Black. Thank you, Mr. Chairman. We appreciate your wel- 1 

come. In addition to Mr. Newman and Dr. J aslow, I have with me on 
my right, Dr. Steinfeld, Deputy Assistant Secretary for Health and j 

Scientific Affairs. 

It is a privilege to appear today to testify on the progress that lias j 

been made under the Mental Retardation Facilities Construction Act j 

and proposals for its extension and amendment. ] 

This legislation, as you know, was initiated in 1963 with the objec- 
tives of stimulating the development of needed manpower, research, j 

and a network of facilities for the delivery of services to the mentally ; 

retarded. In the years since 1963, progress toward those goals has been j 

significant. ] 

Under the community mental retardation facilities program (part j 

C), for example, 297 projects have been approved. Wien completed, j 

they will make available modern and efficient facilities to provide ) 

services to 30,000 persons who were not being served at all and im- ? 

proved services to another 45,000 persons. j 

When the present authorization expires on June 30, 1970, about 67 ] 

other facilities will have been funded, which when completed will 
provide services to 15,000 more persons. _ j 

Comparable progress has been recorded tinder the program of ini- [ 

tial staffing grants for community mental retardation tacilities, which 
was added to the act by the Mental Retardation Amendments of 1967. 

These grants are available to assist in the initial staffing of both new 
facilities and new services in existing facilities. 

To date, 237 projects have been funded, providing support for staff 
to serve over 60,000 retarded. It is expected that by June, 1970, when 
the present authorization expires, 468 projects will have been funded, 
providing staff to serve more than 120,000 retarded in their home 
communities. 
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inaj 01 ' effort financed under this act is the universitv- 
affiliated facilities program (part B), which provides granted, as- 
hes’ 1 wldch 00 ^?!^ °t fa P 1 ‘ tles affiliated with universities or col - 
S/f offe mterdisciplmaiy training based on exemplary 
models of comprehensive services to the mentally retarded, 
ihe university-affiliated centers are a major resource for training 

Z 0i Tr ] i and te 1 clin . Ic . al personnel needed to work with the mentally 
i etarded, such as physicians, social workers, nurses, psychologists, sne- 
cial educate^ therapists, and rehabilitation specialists. 

Koo ,!. 0Ug 1 1 96 ! 9 ’ 18 i P!'°i ect llavo been approved and funded : six have 
12 to 18 months ^ ® ,glt more shouldk e completed within the next 

The facilities are coordinating their activities with other commu- 
mt\ programs, and with State residential programs for the retarded. 

■ind 8 tho ; o r f S0U1 ‘f for SJ ? ecm,ized . training,. continuing education, 

.uid the provision of exemplary service in complex cases, they fill a 
lole in the system of mental retardation services similar to that of the 

Ctottfa rfvlK rese •' ,, ' c,l aml h '” nins 

poitant that we put tins particular legislation into the broader con- 
text of our departments total activities in the mental retardation area. 
T? Xf th® members of tks committee are no doubt aware, tile Mental 
,^ 1 11 d ®! 101 J Facilities Construction Act is but one part of a much 

ancf Welfare " HC 1 Spa " S the ent,re Deparment of Health, Education, 

X pleSS1Ve f SC ° I)G of li' ese department wide activities was de- 
scribed in a report prepared earlier this year for the House Annro- 

RetardaLn UbCOnlnilttee by tl,C Secretai J’’ s Committee on Mental 

With your permission, I should like to submit a copy of the com- 

l ) et f e i X POl t f ° r * i C rcc ?. rd of , tliese hearings and summarize it briefly 
foi 11 10 purposes of our discussion today. 

(The report referred to follows:) 



O 

ERIC 



40 



MENTAL RETARDATION ACTIVITIES 



OF THE U,S„ DEPARTMENT OF HEALTH, 
EDUCATION, AND WFIFARE 



Prepared by Secretary's 
Comnlttee on Mental Retardation 



Prepared for House 
Appropriations Subcommitt 



January 10, 1969 




SUMMARY OF MENTAL RETARDATION ACTIVITIES 



The 1969 Appropriations Act of the Department of Health, Education, and 
Welfare makes available over $ 507 , 963 million for mental .retardation program 
activities in the current fiscal year. Of this amount $19B»70O is to be used for 
income maintenance of persons who are mentally retarded. U 

The mental retardation activities of the Department have been arranged 
according to the following categories: preventive services, basic and supportive 
services, training of personnel, research, construction, and income maintenance. 



Preventive Services 



Preventive services are defined as those services rendered as a part of 
programs designed to reduce the Incidence of mental retardation. The major pro- 
grams in this area are administered by the Children * s Buueau, Social and Rehabili 
tation Service. Maternity and Infant Care Projects support programs which provid 
necessary health care to prospective mothers in high risk populations, By 
December 1968, ftfty-threesuchprojects were in operation. Grants which support 
screening programs for phenylketonuria (PKU) and other metabolic diseases also 
are awarded by the Children’s Bureau. As of December 1968, forty-three States 
had enacted laws related to PKU, most of them making screening for this disorder 
mandatory. 

The Public Health Service carries on preventive services in relation to the 
health services provided beneficiaries of the Service. 



Basic and Supportive Services 

Basic and supportive services are defined as those services rendered to or 
for persons who ire mentally retarded. 

State health departments, crippled children’s agencies and State welfare 
agencies use funds administered by the Children's Bureau for programs designed 
to: increase the health and welfare services available to the retarded, enlarge 
existing mental retardation clinics by adding clinic staff, increase the numer 
of clinics, begin evaluations of children in institutions, extend screening pro- 
grams, provide treatment services for physically handicapped retarded youngsters, 
increase inservice training opportunities, and provide homemaker and other care 
services for the mentally retarded. 

The mentally retarded receive a variety of services through the vocational 
rehabilitation program supported by the Rehabilitation Services Administration: 
medical diagnosis, physical restoration, counseling and testing during the re- 
habilitation process, assistance In job placement and follow-up to insure 
successful rehabilitation- Public law 90-391, "Vocational Rehabil itation Act 
amendments of 1968, 11 will assist in the rehabilitation of additional mentally 
retarded persons to productive life. 

The Health Services and Mental Health Administration, in conjunct ion with 
the Division of Mental Retardation, Rehabilitation Services Adminis tration, sup- 
port projects for the retarded which have service components of well integrated 



1/ A Table of Obligations for Fiacal Years 1966-1968 is included on page 65. 
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comprehensive health programs. 

The Division of Mental Retardation through its initial staffing grant program 
ia able to provide part of the initial cost of professional and technical personnel 
in the operation of new facilities or new services in existing facilities for the 
retarded. Over $8 million was appropriated in fiscal year 1969 for this program. 

In addition, the Division of Mental Retardation also aupportB two programs 
directed at improving the quality of State institutional care and treatment for 
the mentally retarded. These programs are the Hospital Improvement and Hospital 
Inservice Training programs. 

With the enactment of the Elementary and Secondary Education Act of 1965 
(P.L. 89-10) and its subsequent amendments, has come a number of new programs and 
services for the mentally retarded. The mentally retarded have especially bene- 
fltted from the provisions of Title VI of the aforementioned act, which provides 
opportunities for local school districts to develop new and creative programs for 
all handicapped children. 



Training of Personnel 

Training programs form an integral part of most of the mental retardation 
programs of the Department. These programs include support of professional prepa- 
ration in the following areas: research training in the basic and clinical bio- 
logical, medical and behavioral sciences; training of professional personnel for 
the provision of health, social and rehabilitative services for the mentally 
retarded; inservice training of workers in institutions for the mentally retarded; 
teachers and other education personnel related to the education of mentally 
retarded children; and training of personnel in recreation and physical education 
activities for the mentally retarded and other handicapped children. 



Research 

The National Institutes of Health estimates that more than $21,501 million 
will be devoted in fiscal year 1969 to the support of research related to mental 
retardation. 

The Office of Education administers a program of grants for research and 
demonstration projects in the field of education of mentally retarded and other 
handicapped children, and projects related to the application and adaption of 
communications media to educational problems of the mentally retarded. Title V 
of Public Law 90-170 provides for grants for research or demonstration projects 
relating to physical education or recreation for mentally retarded and other 
handicapped children. 

The Social and Kehabilitat Ion Service supports selected demonstration projects 
that seek to coordinate community resources for the mentally retarded. Particular 
attention is given to coordination between special education and vocational re- 
habilitation agencies. Rehabilitation Research and draining Centers for the 
mentally retarded provide for the diagnosis, evaluation, treatment and training, 
vocational counseling and placement of the mentally retarded. 

Research grants administered by the Children's Bureau support projects 
directed toward the evaluation of programs and improving the development, manage- 
ment and effectiveness of maternal and child health and crippled children's services. 
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Construction 



The university-affiliated facility and the community facility construction 
programs are administered by the Rehabilitation Services Administration. 

University-affiliated facilities for the mentally retarded provides for 
training of physicians and other professional personnel vitally needed to work 
with the mentally retarded. Fourteen applications have been approved and funded 
under this program. 

To date 175 projects for the construction of community facilities for the 
mentally retarded have been approved. The facilities constructed under this 
legislation will include a variety of services; diagnosis, treatment, education, 
training or care of the mentally retarded, including sheltered workshops. 



Income Maintenance 



The Social and Rehabilitation Service administers the five federally-supported 
public assistance programs. These programs assist children who are deprived of 
parental support or care, the needy aged, the medically indigent aged, the needy 
blind, and the permanently and totally disabled. Mental retardation itself is an 
eligibility factor only in the category of aid to the permanently and totally 
disabled. 

The social security program, administered by the Social Security Administra- 
tion, contributes to the maintenance of the mentally retarded through the payment 
of monthly benefits to eligible recipients. 
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HEALTH SERVICES AND 
MENTAL HEALTH ADMINISTRATION 



Introduction 



The Health Services and Mental Health Administration provides leadership and 
direction to programs and activities designed to improve physical and mental 
health services for all the people of the United States and to achieve the devel- 
opment of health care and maintenance systems adequately financed, comprehensive, 
interrelated and responsive to the needs of individuals and faJblies in all 
socio-economic and ethnic groups. ' 

More specifically, the Health Services and Mental Health Administration 
collects, analyzes, and disseminates data on births, deaths, disease incidence, 
health resources, and the state of the Nation's health. It plans, directs and 
coordinates a national effort to improve the physical health of all Americans 
through the development of services to promote and sustain physical health, pre- 
vent physical illnesses and provide care and treatment for physically ill persons. 
And, similarly, it strives to improve mental health by developing knowledge, 
manpower and services to promote snd sustain mental health, prevent mental illness 
and treat and rehabilitate mentally ill persons. 



I. Preventive Services 



A. Prevention of Organically-based mental retardation 

The prevention of mental retardation caused by organic factors is best 
accomplished by continuous, comprehensive, and high quality medical care of preg- 
nant women and their offspring throughout the prenatal, perinatal and postnatal 
periods. The Indian Health Service, through its efforts to provide exemplary 
medical care to its beneficiaries, is reducing the Incidence of organically- based 
mental retardation as well as the wide variety of other diseases and conditions 
in mothers and infants which the state of the art in medicine now makes at least 
partially controllable, 

In addition, certain services in prenatal snd postnatal care and in family 
planning are also offered to persons who qualify under community-cooperative 
programs ot the Federsl Health Programs Service, 

In the 48 Indian Health Service general hospitals which operate obstetrical 
services, comprehensive prenatal snd neonatal care is given specifically to reduce 
the incidence of mental retardation. Phenylketonuria (FKU) tests are performed on 
all newborn infants, and infants with a depressed Apgar score or who are pre- 
maturely born are evaluated for PKU or other evidence of brain damage. 

Both the Indian Health Service and the Federal Health Programs Service pro- 
vide comprehensive medical care during prenatal, perinatal and postnatal periods. 
In the Federal Health Programs Service patients of the Federal Health Programs 
Service who may need specific information on genetic studies or genetic counseling 
are referred to other agencies for such help; whereas the Indian Health Service 
attempts to provide genetic counseling when it is indicated. 

The Indian Health Service has increased the number and frequency of maternal 
clinics for Indian mothers during the prenatal period and has also expanded its 
measles immunization program for Indian aud Alaska Native children, to help pre- 
vent the measles encephalitis which has a high residual of brain damage of which 
mental retardation can be one of several adverse consequences, 
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gram X^enU^ the^de" CnTof' *? ^ Vel ° P itS PKU bl «” d -gening pro . 

their facilities are located iXwh J l^oratory facilities by States in which 
■with State and local health dennrt- Vl ^ ual * ndlan Health Area 0ffice8 cooperate 
retardation programs made po88lble'”throuoh reg * onal offices in planning mental 
Bureau. Also, the Indian Sealth Se«I« 8 i, 8 funds from the Children’s 

determine the best utilization of the r t with the Children's Bureau to 

prevention of mental retards^ .-w Professionally trained nurse-midwife in the 
newborn infanta? retardatio " trough iTO p ro ved care of expectant mothers and 

prevent^enta^re tardation? di An t 'actlve ttL?l as a measure to 
Indian Health Service, Family olanninc f^ ily plannin ® Program is conducted by the 

and welfare continuum is “chVX th^"^ ^" ' 88 T* 5 haae ° f Che health 

services as well as the DromnMn f birth control and includes infertility 

cept it is i^lem^nted in Indian " e8 P°" 8 c ible Parenthood. In this broad con- 

family planning program in fiscal yea/igfiS S »r47?’« Si ? Ce the ince P tion of the 
were provided with birth control /„ , 96 ,i 0 2 e ,47? female Indian beneficiaries 

ficiaries 15-44 years of aeel VX'®? (28,5 Percent of female Indian bene- 
birth control services with 23.800 “s^s to^hJaLiana.' 2 °° “““H W " e re " dered 

Program has all but°™iminated thi? 886 Cenl:er tbr ° u 8 h its Measles Immunization 
the end of 1968 over 30 mill ion chlldhood disease. In fact, by 

Measles morbidity is now less than one'tenth b een vaccinated against measles. 
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vi d ed^the ^™ade r sh ip^f ^he ^ a t ional Natl ? nal Co ™> un lcable Disease Center has pro- 
72 grant-assisted Sta?e and locaHX d eradlcatlon a «»rt. Working through 
percent of the nation's population t-h \ epa *’ tme " t P ro Jects which serve over 90 
numerous health aeencies P iS m ^ Inmunization Program has collaborated with 

paigns, jsevksis — 

conservatively estimated that 2S m nn 1 f * immunization programs. It is 
measles encephaliti^ and ovL Ln th measleB > *5 thousand cases of 

been prevented. Aside from the irrmpflo 1 * 83 ! 1 ! c ?° eS mental retardation have already 
reduced suffering tZ humanitarian benefits accrued from 

and from savings in Xcational time fl nH from reduced he *lth care costs 

have already fir exceeded ^ and LX . , l0St thr ° U8h 8ch ° o1 absenteeism, 

for this effort? 8nd m ° re than Ju8tlfiad tbe funds initially appropriated 
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Mental retardation is one of the conditions specified in the Immigration and 
Nationality Act causing an alien to be considered ineligible to receive a visa 
except under waiver. The program is responsible for the review of findings in 
such cases and the decision on the suitability of proposed care. 

For those mentally retarded aliens admitted to the United States, the Service 
is responsible for complete reports and review of arrangements for treatment in 
this country. A record is then kept covering the first five years of the indi- 
vidual's treatment in this country, which must be provided in institutions or 
special facilities approved by the Public Health Service. Semi-annual reports 
showing kind of treatment and progress made are required and kept on file at the 
Quarantine Station in New York. 

B. Medical and Social Services for American Indians 

Medical services and medical social services are provided either directly, 
under contract, or through State Crippled Children's Services to all Indian 
beneficiaries discovered to be mentally retarded. 

Because of cultural barriers and transportation problems, case-finding con- 
tinues to be a major problem in this area. 



III. Professional Preparation 
A. Indian Health Training Programs 

The Indian Health Service conducts physician residency training programs in 
pediatrics in its hospitals at Phoenix and Anchorage. This includes clinical 
training in the prevention, diagnosis, treatment, and rehabilitation of mental 
retardation. 

The Indian Health Service continues to provide both in-service and out- 
of-service training in maternal and child health nursing to ensure continuity 
of service from hospital to home and community. An average of 12 nurses are 
trained each year. The Indian Health Service continues to develop and use coor- 
dinated teaching guides for hospital and public health nursing personnel, 
designed as aids in teaching and good health practices to maternity patients and 
their families. 



B. Education and Training Efforts by the Bureau 
of Health Services 

Coping with mental retardation among its legal beneficiaries is only one of 
the many health responsibilities for which Bureau of Health Services personnel 
must be prepared; nevertheless, several aspects of the Bureau's training program 
are clearly relevant and important to the attack on mental retardation. 

Post-graduate training programs in Public Health Service Hospitals include 
rotating internships, and residencies in internal medicine and obstetrics which 
involve maternal and pediatric clinical training and the diagnosis and treatment 
of mental retardation as it arises in the patient population. Research training 
is conducted in matabolism and endocrinology, disciplines basic to some forms of 
mental retardation. 



C. Training Efforts of the National Institute of 
Mental Health 

The President's Conmittee on Mental Retardation reconmends "greatly expanded" 
support end increased effort " . . . to attract scientists and professional 
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A long- term study of a group of 643 Alaskan Eskimo children bora between 1960 
and 1962 is continuing under the joint sponsorship of the Arctic Health Research 
Laboratory and the Indian Health Service# A recent report on the growth, morbidity 
and mortality of these children was presented at the American Public Health 
Association meeting November 13, 1966# 



Over the past decades, the National Institute of Mental Health (NIMH) has 
supported a broad range of research and training projects in the field of mental 
retardation. In the past several years, new and reorganized agencies within the 
Department of Health, Education, and Welfare have enlarged their programs in 
mental retardation, absorbing a variety of NIMH efforts - particularly in the 
areas of demonstrations, inservice training and basic research in child develop- 
ment, Summarized below are those research and training programs which remain as 
part of the Institute's overall mental health mission. 

In the report MR 68; The Edge of Change , the president's Committee on Mental 
Retardation recommends "... intensification of research in the social and oth«r 
behavioral sciences , . ." to isolate and define social and cultural factors in 
mental retardation (p. 25), The current NIMH research effort in retardation ia 
consonant with this recommendation, falling into three categories: (1) studies of 
learning, with careful attention to the special learning problems of the retarded; 
(2) analyses of the effects of cultural and social deprivation; and (3) studies of 
the behavioral and biological aspects of retardation which relate to mental health 
and Illness. 

In the area of learning, investigators are conducting a variety of analyses 
of the learning process as it operates among the mentally retarded, with a view 
toward identifying those interventions and those techniques which may facilitate 
the learning process. Such variables as attention span, capacity for retention, 
distortions of perception and visual discrimination are being scrutinized to In- 
crease the retardate's ability to absorb and profit from his experiences, and to 
facilitate his Intellectual and social development. A specific goal of this work 
is to develop Improved teaching methods. For example, automated teaching tech- 
niques are being used in several studies, focusing on programmed learning to 
develop reading and other skills. Although a number of programs Involve attempts 
to help already damaged children, a primary emphasis overall is the prevention of 
retardation in high risk populations. 

In studies of cultural and social deprivation, investigators are defining 
the role of poverty, Inadequate schooling and community disorganization in causing 
or contributing to various forms of mental retardation. The aim here is to provide 
new training and educational approaches for culturally handicapped children; to 
teach Improved child-rearing practices to parents in deprived aress; and to modify 
attitudes of fear and rejection of the mentally retarded among those who are them- 
selves economically and culturally deprived. Approaches range from broad inter- 
disciplinary efforts to establish controlled therapeutic settings, to the develop- 
ment of skills such as operant conditioning among those who attempt to teach the 
retarded self-sufficiency, self-control, and social adjustment. 

In studies of behavioral and biological aspects of retardation, investigators 
are concerned with developing improved techniques for diagnosing and treating 
those psychological and physical abnormalities found among the retarded. A major 
iaaue here ia the degree to which emotional factors contribute to retardation - 
the role of psychopathology and personality disorganization in the retardate's 
patterns of functioning. As in the case of such disorders as schizophrenia, the 
relative contribution of biological, social, and psychological factors remains to 
be accurately defined. 



B. Research Concerning Functional Mental Retardation, 
National Institute of Mental Health 
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V, Construction 



A. Community Mental Health Centers 

Public Law 88-164, passed in 1963, authorized the NIMH to finance up to two- 
thirds of the cost of construction of new facilities or renovation of existing 
facilities for a conmunity mental health center. Related legislation passed in 
1965 authorized the NIMH to make grants over a 51-month period to community mental 
health centers to cover part of their cost of professional and technical personnel. 
To be eligible for either construction or staffing grants an applicant must pre- 
sent a plan for providing a program of at least five essential services of a 
community mental health center, namely, impatient, outpatient, partial hospitaliza- 
tion, emergency, and consultation and education. These must be offered in a 
comprehensive and integrated fashion to the center’s community, defined as a 
catchment area of 75 *000 to 200,000 persons. These centers, in which the mentally 
retarded are eligible to receive treatment and services, serve as the nucleus of 
the National Mental Health Program.. Working in unison with other facets of the 
national programs in mental retardation and mental health, the NIMH assists States 
and communities to achieve cori: rehensive treatment in the community for all who 
need it. Prevention of mental illness in the community is also one of the major 
objectives of the centers. 

Institute data reveal, for example, that nationally, an estimated four 
million children under the age of 14 are in need of some kind of psychiatric help 
because of emotional difficulties. Other estimates are that from 10 to 20 percent 
of school children show symptoms indicative of pathology which require at least 
preventive mental health services. 

Since the passage of the Community Mental Health Centers Act, the NIMll has 
supported the development of hundreds of community mental health centers in 49 
States, the District of Columbia, and Puerto Rico, The services and programs of 
many of these centers extend to and include mentally retarded persons. Seventeen 
percent of the centers funded so far are located in cities of a half-million or 
more persons} 50 percent are in cities of 25,000 to 500,000, and 33 percent are in 
cities of 25,000 of less. Centers have been funded that will serve 21 percent of 
the 500 poorest counties in the United States, 



VI, Other Activities 
A. Partnership for Health 

The Partnership for Health Amendments of 1967 (P.l, 90-174) expanded and ex- 
tended through fiscal year 1970 the authorizations contained in Sections 314(a), 
(b),(c),(d), and (e) of the Public Health Service Act, as amended by P.L. 89-749. 
Grants under Section 314 are administered through the DHEW Regional Offices, 

1. Section 314(a) authorized formula grants to States for comprehensive 
health planning, which would include mental retardation, among other physical, 
mental, and environmental health concerns, 

2. Section 314(b) authorized project grants for areawide comprehensive health 
planning (including mental retardation). Public and nonprofit private agencies 

or organizations are eligible to apply for such support, 

3. Section 314(c) authorized project grants for training, studies, and 
demonstrations in health planning. Public and nonprofit private agencies and 
organizations are eligible to apply for such support. 
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4. Section 314(d) authorized formula grants to States for public health and 
mental health services. Mental retardation programs may be aupported in accord 
with a State‘s plans for health services or mental health services. 

5. Section 314(e) authorized project grants for health services development. 
Public or nonprofit private agencies, institutions or organizations are eligible 
to apply for such support. Mental retardation projects (including related train- 
ing) should be for service components of well-integrated comprehensive health 
services programs. Highest priority will be given to project applications which 
provide previously unavailable special health services to the mentally retarded or 
their families as integral parts of programs for model cities, ghettos, neighbor- 
hood health centers, family planning, or coordinated health programs. 

Since 1964 a mental retardation information activity has been operated as part 
of the National Clearinghouse for Mental Health Information. Because knowledge 
about mental retardation comes from many scientific disciplined and professions, 
this service will improve both research and practice and thus have a decided 
effect on the prevention and treatment of mental retardation. 

To maintain this service, the National Clearinghouse for Mental Health Infor- 
mation has had until September 1968, a contract with the American Association on 
Mental Deficiency to collect current literature on mental retardation, write 
informative abstracts, index the literature in depth, compile annotated biblio- 
graphies on special topics and prepsre critical reviews. 

From 1964 to 1967 a total of 12,500 current articles, books and monographs 
were collected, abstracted and indexed in the Clearinghouse system. To provide 
a more extensive coverage of information for retrieval purposes, an additional 
3,500 indexed abstracts of documents published from 1957 through 1963 were added 
to this system. 

Special annotated bibliographies have been prepared on: (1) Programmed In- 
struction for the Retarded; (2) Literature for Parents; (3) Application on the 
Stanford-Binet and Wechaler Intelligence Scales with the Mentally Retarded; 

(4) Nursing and Mental Retardation; (5) Family Care and Adoption of Retarded 
Children; (6) Psychotherapy with the Mentally Retarded; (7) Recreation for the 
Retarded; (8) Counseling Parents of the Mentally Retarded; (9) Sheltered Workshopo 
for the Mentally Retarded; (10) Films on Mental Retsrdation; (11) Psychopharma- 
cological Therapy with the Mentally Retarded; (12) Elec troencephalographic Studies 
Relating to Mental Retardation; (13) Hydrocephalus; (14) Mental Retardation and 
Religion. 

Review articles and critiques have been prepared on; (1) Mental Retardation; 
Definition, Claas if ication, and Prevalence; (2) Research on Linquiatic Problems 
of the Mentally Retarded; (3) Attendant Personnel; Their Selection, Training, and 
Role; (4) Research on Personality Disorders and Characteristics of the Mentally 
Retarded; (5) Effects of Severely Mentally Retarded Children on Family Relation- 
ships; (6) Factor Analysis and Structure of Intellect Applied to Mental Retarda- 
tion; (7) Counseling Parents of the Mentally Retarded; (8) Genetic Aspects of 
Mental Retardation; (9) Instrumental Learning in Mental Retardates; (10) Voca- 
tional Rehabilitation of the Mentally Retarded: The Sheltered Workshop; (11) Rela- 
tionships Between Educational Programs for the Mentally Retarded and the Culturally 
Deprived; (12) A Decade of Research on the Education of the Mentally Retarded. 

The abstracts, annotated bibliographies and reviews appear in the quarterly 
journal, Mental Retardation Abstracts , which is distributed gratis to approximately 
7,600 individuals engaged in research and practice in mental retardation and 1 b 
also for sale by the Superintendent of Documents. 
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In September 1968 the Division of Mental Retardation, Rehabilitation Services 
Administration, Social and Rehabilitation Service, assumed responsibility for the 
contract with the American Association on Mental Deficiency for the collection 
and abstraction of documents and preparation of Mental Retardation Abstracts , 
beginning with Volume 6, No. 1, January 1969. The Division is making plans to 
develop, its own data processing and information services program. 

In the interim, the Clearinghouse, in order to provide uninterrupted service, 
continues to answer inquiries in the mental retardation field. Furthermore, the 
National Clearinghouse for Mental Health Information, in accord with the Insti- 
tute's current programs in mental retardation will continue to acquire and dis- 
seminate information on mental retardation as it relates to: (1) the learning 
process, learning disorders , and other broad developmental issues with applied 
applications; (2) emotional and biological conditions as etiology or effect of 
mental retardation; (3) social and cultural factors as etiology or effects of 
mental retardation. 



Q. Institutional and Case Statistics 

1. Inpatient facilities: Information is obtained from public inpatient 
mental retardation facilities, on such patient characteristics as age, sex, medical 
classification, measured intelligence level for first admissions, and for resident 
patients. 

2. Outpatient Psychiatric Clinics: Information is obtained on the number 

of terminated patients diagnosed with mental retardation, by age, sex, and degree 
of deficiency (mild, moderate, severe), whether treated or not treated. 

3. Maryland Psychiatric Case Register: Data are routinely collected on 
demographic patient characteristics, type of service, referral service, and dis- 
position of all patients diagnosed as mentally retarded in all psychiatric clinics 
and public and private institutions for the mentally retarded. 
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NATIONAL INSTITUTES OF HEALTH 



Introduction 

Mental retardation today afflicts the lives of an estimated 6 million persons 
in the United States. Its impact is directly felt by the some 20 million family 
members who share the burden and problems of care of the retarded whose inadequate 
intellectual development impairs their ability to learn and to adapt to the demanda 
of society. 

The causes of mental retardation are multiple and involve both physical and 
environmental factors operating singly or in subtle interactions. Resolution of 
this complex problem requires the scientific talent from many diaciplines-- 
bio logical, behavioral and social--in a concerted effort involving basic, clinical 
and applied research over an age span from conception through maturity. The 
Instituted program of research and research training aupport represents a major 
arm of our nation's effort to combat the problem of mental retardation which ranks 
aa a major health, social and economic problem. 

In fulfillment of its reaponsibilities in this area, NIH is supporting a 
broad attack upon the problems associated with mental retardation. The goals 
aought are the prevention of mental retardation in the future, the cure of exist* 
ing mental retardates, or, if this is not possible, the amelioration of their 
condition and the training and upgrading of such individuals to a point where they 
can come as close to self-aufficiency as their endowment permits. To these ends 
the M e ntal Retardation Program is facilitating research on the diagnosis, preven- 
tion, correction and amelioration of mental retardation. Investigations are being 
supported in basic sciences, both biological and behavioral, as well as clinical 
disciplines. 



I. Training of Personnel 

A. National Institute of Child Health and Human Development (NICHD) 

The critical need for more research workers from all fields whoae primary 
interests lie in areas related to mental retardation continues. This is evident 
from the strenuous recruiting efforts which have been observed in the staffing of 
the Mental Retardation Research Centers, even those whoae construction is not yet 
completed. Fortunately the research training programs have resumed the growth 
which they were undergoing in fiscal year 1966 and fiscal year 1967. From 13 
training grants providing training for 60 trainees in fiscal year 1968, the pro-' 
gram has grown to 18 training programs serving 124 trainees. The areaa in which 
training is available under these 18 granta are as follows: behavioral studies - 7; 
basic biomedical studies - 1; sociology - 1; combined behavioral, clinical and 
baalc biomedical studies - 2; combined clinical and basic biomedical studies - 6; 
combined clinical' and behavioral studies - 1. Of the 124 trainees being served 
by these programs 76 were predoctoral, 7 received Master of Arts degrees, 25 were 
in Ph.D. or M.D. programs, 6 received Ph.D. or M.D. degrees, and 10 were post- 
doctoral trainees. In addition to the trainees who received stipends from these 
programs several program directors pointed out that a total of 63 other students 
in a variety of programs benefited from the existence of these NICHD research 
training programs. These were individuals who participated in the same training 
courses as those receiving stipends and also worked in research programs alongside 
those receiving stipends. These additional trainees were supported by other pro- 
grams, either Federal or local but were able to take advantage of courses and 
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In fiscal year 1969 approximately 270 investigators in 28 specialties or sub- 
specialties are being supported. Some of these specialties are pediatrics, psy- 
chology, psychiatry, biochemistry, genetics, education, nutrition, pathology, 
neurobiology, physiology, anatomy, communications engineering, mathematics, 
microbiology, obstetrics and gynecology, radiology, social work, sociology, 
veterinary medicine, and virology. Many of these investigators while working 
independently are finding it to their mutual advantage to discuss problems with 
each other and to utilize the insights and techniques of each others' specialties 
in their own work. The Centers are providing a setting where this is especially 
easy since in many cases they are, or will be, working in the same physical 
structures. NICHD staff are encouraging as much as possible Interdisciplinary 
approaches, staff seminars, and other administrative means of obtaining multi- 
disciplinary efforts. It is interesting to note that even in those Centers which 
have not yet completed their construction that the same kinds of staff inter- 
actions are occurring. The required planning is resulting in consultation across 
disciplinary lines and this consultation is creating contacts among investigators 
which might not otherwise have occurred. In many cases these contacts are result- 
ing in scientific interactions to the benefit of the program. 

One primary thrust of research supported by NICHD continues to be in cyto- 
genetics and the inborn errors of metabolism which result in mental retardation. 
Both areas are beginning to take advantage of tissue culture techniques which in 
the latter case provide large amounts of tissue to w ork with outside the patient 
himself, yet with material that responds in many ways as the patient does. In 
the other case large numbers of cells can be studied to observe what is actually 
happening in the chromosomes. There Is also considerable interplay between the 
cytogenetic and biochemical study of tissue cultured cells addressing the questions 
of the relationships between chromosomes, enzymes and end results. 

Many research projects being funded are at institutions which now have or 
will have, operating Mental Retardation Research Centers. Congress, in 1963, 
recognized the limited resources devoted to mental retardation research and re- 
quirements for centers of research competence with special capability for meeting 
the research demands of this multifaceted program. p.L. 88-164 authorized the 
construction of Mental Retardation Research Centers for the purpose of finding the 
causes and means for preventing and ameliorating mental retardation. Implementa- 
tion of this authority was assigned the NICHD in close cooperation with the 
Division of Research Facilities and Resources/NIH, The NICHD has continuing 
responsibility for programmatic development of the centers. When operational the 
centers will provide the major thrust for the Institute's program to combat 
mental retardation. 

The interval between center construction grant awards and completion of con- 
struction represents a significant lapse of time. The Institute has acted to 
reduce the time lag for bringing the centers to fuller operational strength 
through interim development and strengthening of existing research activities to 
be Included in the centers on completion of onstruction. These activities are 
supported by program project research grants awarded the institutions following 
competitive review for scientific merit by appropriate National Institutes of 
Health review committee. 

Four of the centers were completed and became operational in fiscal year 
1968; these were the Children's Hospital Research Foundation, Cincinnati, Ohio; 
George Peabody College for Teachers, Nashville, Tennessee; the University of 
Chicago, Chicago, Illinois; and the University of Colorado Medical Center, 

Denver, Colorado. 

fr 

Three centers are scheduled for opening in fiscal year 1969; these are: the 
University of Washington, Seattle, Washington; Albert Einstein College of 
Medicine, Bronx, New York; and, the University of California at Los Angeles, 
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Los Angeles, California. 

Centers at the University of Kansas, Lawrence, Kansas; University of North 
Carolina, Chapel Hill, North Carolina; Walter E. Fernald State School, Waltham, 
Massachusetts; and, the Children's Hospital Medical Center, Boston, Massachusetts, 
are scheduled to begin operations in fiscal year 1970. Plans for the University 
of Wisconsin Center, Madison, Wisconsin, call for completion of construction In 
fiscal year 1971. 

Existing programs under center aegis at the University of Kansas are making 
notable progress on poverty- linked retardation with research support from the 
Institute. Their research demonstrates the crucial role of disadvantaged mothers 
in facilitating the development of intelligence In their preschool aged children, 
means for changing the behavior of mothers In parent-child Interactions so that 
their children learn more readily and the importance of community support and in- 
volvement in creating constructive research and service programs for the children 
of poverty. 

Methods for constructive intervention to prevent or ameliorate poverty- 
linked retardation are, or will be studied at the George Peabody, Wisconsin and 
North Carolina centers. The George Peabody College Center in Nashville, 
Tennessee, is well established in its research program to study the effects of 
different methods of educational intervention. 

The University of North Carolina Center at Chapel Hill, North Carolina, 
plans and is piloting studies concerned with preventing retardation among the 
disadvantaged through a program stressing psycho-social interventions beginning 
in early Infancy and childhood. Closely related to this effort are parallel 
studies concerned with the control of infectious diseases in children under group 
day-care. The importance of these efforts and companion efforts elsewhere is 
stressed by the fact that large numbers of elementary school aged children from 
disadvantaged homes in the Chapel Hill area have IQ's below 80, 

Staff from the University of Wisconsin Center are currently engaged in a 
major program of research concerned with rehabilitative approaches and methods 
for use with the disadvantaged. Basic research in learning and human develop- 
ment will expand and complement these applied rehabilitative efforts when con- 
struction of the center is completed in fiscal year 1971. 

Focal research efforts concerned with poverty- linked retardation are active 
or planned at other mental retardation research centers. Among these are studies 
of epidemiology of poverty-linked retardation at the Albert Einstein College of 
Medicine Center, New York, and at the University of California at Los Angeles, 
California. 

Longitudinal studies of development from the period of pregnancy through 
the elementary school years are crucial to our full understanding of aberrant 
and subnormal development. Too frequently the significant events of pregnancy, 
the neonatal period and early infancy and childhood are lost to investigators 
concerned with subnormal development and faulty learning as experienced by the 
school age child because of lack of resources ft.* systematically relating events 
from early to later age levels. The mental retardation research centers, as 
never before, offer great opportunities for the conduct of sound, scientific 
studies of longitudinal development in retarded populations and populations at 
risk of becoming retarded. 

One of the major longitudinal studies attacking these issues is currently 
under development by researchers in the neurological sciences at the University 
of Washington Center. These Investigators propose studies relating the carefully 
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Recently awarded grants support two other studieB in the Western Hemisphere. 

In Mexico a email, elegantly designed study is focusing on nutrition of the mother 
and the infant, including controlled studies of breast milk consumption; premature 
weaning without adequate nourishing food iB increasingly recognized as a probable 
factor in impaired development of the central nervous system and in possible be- 
havior deficits in deprived children. Another project, in Chili, is utilizing 
children who have been hospitalized with acute malnutrition at s very early age, 
often as young as 6-8 months. The behavioral patterns of these children following 
nutritional rehabilitation are being monitored. A very interesting facet of this 
project is the development of a method of cerebral transi lluminstion which provides 
clear indications of fluids within the cranial cavity, thereby indicating the 
relative reduction in brain size bs a result of nutritional deprivation. 

While these studies do not relate to Bevere degrees of mental retardation, 
they will help provide information on the relationship between the malnutrition in 
half the world* s children and their resultant intellectual, social and physical 
development. An active program is now underway to locate investigators and oppor- 
tunities to extend these studies into the United StateB where ghetto populations 
may experience varying degrees of marginal malnutrition with only occasional gross 
situations of the type Been overseas. One research grant to Btudy rural southern 
populations has been approved and is awaiting funding; several others are in various 
stages of development. 

As a further means of assisting the research community NICHD supports scien- 
tific conferences when it is apparent that such conferences will be useful and 
stimulating. A conference was supported on "Social Science and Mental Retardation: 
Family Components’* which was intended to stimulate social acience research in 
parent-child interactions and other family related aspects of intellectual develop- 
ment and behavior of children. The published proceedings of this conference will 
be available in January, 1969. A conference of specialists was held this year on 
the Lesch-NyhBn syndrome which is an inheritable disease of metabolism involving 
a reduced or absent enzyme. This conference was published in the July-August 
issue of the Federation Proceedings. Another conference was held in which some 
15 specialists in cytogenetics participated in the initial planning for a confer- 
ence on cytogenetics and mental retardation to be held in June, 1970. This will be 
the first cytogenetics conference to be devoted primarily and entirely to the 
problem of mental retardation. 

Other programs Buch ss Reproductive Biology, and Perinatal and Infant Mortality 
cooperate with the Mental Retardation Program in support of research of mutual 
inte rest. 

Intramurally the NICHD continues to provide clinical service snd research in 
mental retardation at the Children's Diagnostic and Study Branch. The staff of 
this branch is an interdisciplinary group which works together in research and to 
treat the whole child. It contains clinical specialists as well as psychologists 
and social workers who combine their efforts in diagnosing and devising treatment 
plans for children who are referred to them as a result of observed difficulties in 
adapting to their environment. This group is currently studying a child with con- 
genital anesthesia to pain, temperature and tactile stimuli, but with normal 
Intelligence. Another child being studied is a case with phenotypic mongolism but 
genotypically normal leukocytes. Both tBses raise very interesting theoretical 
research questions. Other intramural programs also conduct research of significance 
to mental retardation, directly or indirectly. 



The National Institute of Neurological Diseases and Stroke sponsors no re- 
search in mental retardation per se but its interest, in mental retardation appears 



B. National Institute of Neurological Diseases and Stroke (NINDS) 
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when mental retardation arises as a synjptom complication or a sequela of some 
disease of the central nervous system. Consequently a large number of research 
projects supported by NINDS can be said to be relevant to mental retardation 
research, although the interest of the scientist may be in the study of some 
particular phase of disease rather than in mental retardation research directly. 

The research projects involved cover nearly all of the scientific disciplines to 
some degree. 

One of the Institute’s major efforts which has great interest for mental 
retardation research is a collaborative project with 14 cooperating institutions 
investigating the prenatal, perinatal and postnatal factors relating to the de- 
velopment of children. The ’’Collaborative Study in Cerebral Palsy and Other 
Neurological and Sensory Disorders in Infancy and Childhood” is following the 
offspring of ©ore than 50,000 mothers from early pregnancy through labor and 
delivery until the children are at least through the first year of school. The 
data are in the process of being analyzed and this project should yield a large 
amount of valuable information related to mental retardation. The Institute is 
also supporting epidemiological and genetic studies to establish possible 
patterns of inheritance or other causative factors leading to neurological disease 
and mental retardation. These .include inborn metabolic errors, chromosomal 
abnormalities snd congenital malformations. 

Intra-uterine infections occurring in the first trimester of pregnancy are 
important factors leading to severe destruction of the brain and major mental 
impairments. The Laboratory of Perinatal Physiology in Puerto Rico is attempting 
to determine if the monkey can be used as an animal model for German measles 
infection. If this proves to be the case research into the mechanisms by which 
German measles affects the central nervous system will be greatly potentiated. 

Research into inborn metabolic errors is being supported in order to discover 
how early these diseases appear and when to begin treatment. There are more than 
200 known metabolic abnormalities of which no more than 6 may be amenable to 
present therapeutic approaches. Continued study is necessary to enlarge these 
treatment programs. The biochemistry of these diseases snd the relationship of 
the biochemical activities to brain function are being studied. These studies 
are directly relevant to the development of mental retardation. 

Studies are underway to attempt to link the pathological patterns of brain 
damage to functional development. In this area the Collaborative Study will be 
valuable in providing both normative data and incidence statistics relative to 
mental retardation. 

The early diagnosis of mental retardation is frequently extremely difficult. 
The Institute continues to support programs for the refinement of diagnostic 
techniques. The problem of minimal brain dysfunction is undergoing reevaluation 
to assess the current status of and to apply advance techniques to this difficult 
area. 

Mental retardation often follows hydrocephalus and brain tumors in childhood;. 
Development of appropriate surgical or pharmacological therapy remains an objective 
of the Institute, The Institute is also supporting programs which investigate the 
mechanisms involved in meningitis or meningoencephalopathy to determine proper 
preventive and therapeutic approaches. 




OFFICE OF EDUCATION 



Introduction 



Programs dealing with handicapped children In the Office of Education have . 
been placed under the administrative direction of the Bureau of Education for the 
Handicapped. This is consistent with the efforts of the Office of Education to 
provide maximum educational programming for all children. The Bureau is respon- 
sible for supervising and implementing current and new legislative authorities 
to provide funds for projects and programs relating to the education, training and 
research of handicapped children and youth. These children include those who are 
mentally retarded as well as those who are hard of hearing, deaf, speech impaired, 
visually handicapped, seriously emotionally disturbed, crippled, or other health 
impaired and require special education. 

The Bureau is specifically charged with the task of helping each handicapped 
child develop to the v maxlmum ^hose skills and talents which will enable him to 
become independent and* self-sufficient as an adult. The Bureau, through its 
various support mechanisms, d 1 re fc.ts .programs designed to (1) increase the number 
of qualified professional personnel; (2) improve educational services in local 
and State programs; (3) stimulate acquisition, evaluation, and utilization of 
modern educational equipment, media, and teaching materials; and (4) encourage 
theoretical and applied research, the use of successfully tested research, and 
advanced educational techniques. 

The Bureau of Education for the Handicapped also assumes a major leadership 
role in the field of special education. To insure effective and capable leader- 
ship, the Bureau maintains a constant state of alertness and keeps attuned to new 
inputs and changes affecting the area of special education. Indicative of its 
effort to' keep in touch with changes occuring in the field, seven special educa- 
tion conferences were held during the first half of 1968. Regionally located, 
the conferences were attended by approximately 1,000 special educators from all 
50 States representing public school programs, institutions for the handicapped, 
State departments of education, institutions of higher education, and other public 
and private agencies interested in serving handicapped children. 

The seven conferences provided an abundance of information regarding current 
problems existing in the field of special education as well as projecting po&sible 
avenues for their solution. This information is being analyzed and follow-up 
conferences will be held to study further the efficacy of the proposed solutions. 

The follow-up conferences, like the above conferences, will be working conferences 
with an emphasis on two-way communication between educators in the Federal govern- 
ment and those in the field. 

The impetus for change and its challenge is part of the climate of the Bureau. 
It is reflected in the mood and feeling of its professional staff in their drive 
for commitment and awareness to innovate, to initiate, to lead, to evaluate, and 
"to be first" to enter new areas to benefit the handicapped. The Bureau provides 
leadership at every level to provide resources, knowledge, and awareness not limited 
by lack of precept ion, or vision, or by lack of dedication to the handicapped by 
those responsible for effecting policy. 

In order to efficiently implement its assigned responsibilities the Bureau is 
administratively organized into three major divisions and an Office of the Associate 
Commissioner which includes a Program Planning and Evaluation Office; an Information 
and Reports Office; an Executive Office; and an Office for the Development of New 
Programs* This latter office is responsible for developing guidelines to 
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effectively implement new legislation which expands and creates educational 
opportunities for handicapped children. 

Each of the three divisions provide an important element in the functions 
rendered by the Bureau in making up a total program of service, training, and 
research for the mentally retarded as well as other handicaps of children. The 
following pages describe these services for mentally retarded children on a 
divisional basis. 



I. Division of Research 



A. Purpose 

The Division of Research promotes and supports research and related activi- 
ties which show promise of leading to improvement in educational programs for 
handicapped children. Support is available for research, dissemination, demon- 
stration, curriculum, and. media activities, 

! • ' * " Z l J ; * 

v * B , .. .Hi story 

The program now-administered by the Division of Research was initiated 
during fiscal year 1964 with an appropriation of $1 million authorized under 
Title XXX, Section 302 of Public Law 88-164* The scope and flexibility of the 
program has been extended through amendments to this basic authorizing legis- 
lation in P.L. 89-105, P,L. 90-170, and P.L. 90-247, Table 1 provides data on 
the authorizations, appropriations, obligations, and number of projects supported 
under this program. 

C. Impact on the Problem of Mental Retardation 

It is difficult to assess the direct impact of research activities since 
the lag between the discovery of new knowledge and consequent changes in educa- 
tional practice obsures the picture. However, some information on the impact 
of the program is available. As of the end of fiscal year 1968 approximately 
sixty final reports of research monitored by the Division of Research were made 
available to practitioners in the field. Many of these research projects have 
also resulted in other publications in the professional literature. Although 
the systematic collection of data on the actual implementation of research find- 
ings from these projects is' just beginning, there are many instances in which 
these findings have had a direct impact on programs for the mentally retarded. 

D, Future Goals 

The history of research on handicapped children suggests that minimal gains 
are obtained by spreading research monies too thinly. Many of the most important 
problems in education require a massive effort if solutions are to be found in 
time to help today* s children. The Division of Research proposes to support the 
establishment of Research and Dvelopment Centers to focus on the more difficult 
problems of evaluation, communication, instructional procedures, etc. Through 
the combined efforts of Research and Development Centers and progranmatic research 
on specific major educational problems it can be expected that new models of 
instruction will be available within a few years. 

At the same time, systems of dissemination will be evolved which will facili- 
tate the acceptance of these new models by local school administrators. The new 
systems of dissemination will be built upon the foundation of Instructional 
Materials Centers already developed and a system of regional resource centers 
currently being developed. 



o 






56 



As more funds for research become available, engineering technology will more 
and more become a part of research supported by this Division. This development 
has been made possible by the amendment permitting the use of contracts as well 
as grants for research and development activities. Engineering technology, pro- 
grammed instruction, and the ’'systems approach 11 to education will occupy a major 
place in the Division’s activities in the years to come. 

E. Current Activities 

The Division currently supports a wide range of activities relating to the 
education of mentally retarded children. One of the most visible of these is the 
network of instructional materials centers for handicapped children. Although 
serving teachers of all the handicapped, these centers have a major commitment to 
mental retardation. The Instructional Materials Centers, 14 in all, are scattered 
across the country to serve specified regions. The primary objective of each 
center is to keep teachers of handicapped children aware of new developments in 
educational materials. The centers are evaluating existing materials as to their 
relevance to the handicapped and assisting in the development of new materials. 
Since the 14 centers are connected as a network, any information located at any 
center is immediately relayed to all other centers. 

The Comprehensive Research and Demonstration Center for Handicspped Children, 
now under construction at Teachers College, Columbia University, similarly has a 
major emphasis on the problems of the retarded, although at the same time relating 
to the educational problems of many categories of handicapped children. This 
center represents a major investment of research funds, both for construction and 
operation, in an attempt to develop an intense effort in this area of education. 

Other research activities now under way are attacking the problems of teach- 
ing and learning with the mentally retarded. One such project has suggested that 
time spent in learning to learn can make a significant difference in the learning 
performance of retarded children. Other projects are developing and testing new 
curricula for the retarded. 



Table I 



Division of Research - - - Historical Data 



Year 


Authorization 


Appropriation 


Obligations 


^Protects 


1964 


2,000,000 


1,000,000 


999,739 


34 


1965 


2,000,000 


2,000,000 


2,000,000 


53 


1966 


6,000,000 


6,000,000 


5,994,231 


133 


1967 


9,000,000 


8,100,000 


8,049,041 


127 


1968 


19,500,000 


11,100,000 


10,794,113 


135 


1969 


21,750,000 


13,600,000 


— - 


— 


1970 


28,000,000 









II. Division of Educational Services 



A. Purpose 

The Division of Educational Services provides direct support to handicapped 
children through services at the classroom and intermediate levels. The Division 
offers support to State, regional, and local programs to assist in developing and 
maintaining leadership in the education of handicapped children. 
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B. Historical Development 

Public Law 85-905, the Captioned Films for the Deaf Law, was passed by 
Congress in 1958 to provide entertainment films for the deaf. This law has 
subsequently been amended by P.L. 87-715 in 1962 and p.L. 89-258 in 1965 to 
allow for training, research, production and distribution of educational material 
for use by deaf children. In December 1967, this authority was again expanded 
to include educational services to all categories of handicapped children through 
the 1967 amendments to the Elementary and Secondary Education Act. 

Public Law 89-313 was passed by Congress in November 1965, which extended 
the benefits of Title I of the Elementary and Secondary Education Act to handi- 
capped children in State-supported programs. 

During recent years, aB local facilities for the handicapped have increased, 
State schools have found the composition of their resident populations changing 
from the mildly handicapped to large percentages of children who are severely 
mentally retarded, and those who have serious handicaps in addition to mental 
retardation. Model and pilot programs for these types of children have been 
conducted under P.L. 89-313 in many States. 

These funds have enabled institutions and agencies to develop programs for 
children who have not previously been considered capable of responding to educa- 
tional or rehabilitative services. The results in many instances have been en- 
couraging and special educators and staff in residential institutions have raised 
their levels of expectations for such children. While this program has had a 
relatively limited funding based upon its authorization, significant results have 
been realized especially in terms of planning for comprehensive services. Monies 
allotted under P.L. 89-313 for handicapped children were $15,917 million for 
fiscal year 1966, $15,065 million for fiscal year 1967, and $24,747 million for 
fiscal year 1968, and $29.7 million for fiscal year 1969. In fiscal year 1967, 
46,645 mentally retarded youngsters were assisted under this program at an expendi- 
ture of $8,473,118. 

The 1966 amendments to the Elementary and Secondary Education Act provided 
under Title VI-A, a program of support to local education agencies through a 
State plan program. While this law authorized $150.0 million for fiscal year 
1968, the appropriations were only $14.25 million. For fiscal year 1969, 

$162.5 million was authorized and $29.25 million wag appropriated. 

The 1958 amendments to Title III of the Elementary and Secondary Education 
Act, provide that 157. of the funds for fiscal year 1969 be spent for innovative 
and exemplary projects for handicapped children. It is estimated that $3 million 
of the funds for the handicapped under this Title will be expended for services 
to retarded youngsters during fiscal year 1969. 

P.L. 90-247 provides for the development of regional centers for deaf-blind 
children under Title VI-C. The appropriation for 1969 is $1 million which will 
be used for both development of programs and for direct services to deaf-blind 
children and their parents. The law permits use of these funds for deaf-blind 
children with additional handicaps, including those who are mentally retarded. 

The Handicapped Children's Early Education Assistance Act, embodied in P.L. 
90-538, provides for establishment of a number of model programs for serving very 
young children with various handicaps. These programs will be distributed 
strategically throughout the country to serve as models for the development of 
future preschool and early childhood programs. The 1969 appropriation is 
$1 million, which will serve as planning and development funds during the first 
year of the program. 
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C. Impact on Mental Retardation 

Programs will have a significant and far-reaching impact upon education and 
rehabilitation of mentally retarded individuals. Through such direct support 
programs Title VI (aid to local programs) P.L. 89-313 (aid to State programs) , 
more extensive and comprehensive programs will develop which will include the 
Utilization of the latest teaching techniques and educational technology. Media 
Services and Captioned Films for the Deaf with expanded responsibility should 
provide for an opportunity for State and local programs to take advantage of 
educational materials, media, and equipment especially designed to meet the needs 
of the handicapped. 



D. Future Goals 

The goals of the Division of Educational Services are to: 

1, Provide significant support monies to both State-supported and local 
educational programs to assure quality education for sll handicapped children. 

2, Provide intermediate services such as comprehensive educational diag- 
nostic resource centers on a regional base to provide services for handicapped 
children and their families. In addition to direct serviceo to children, these 
centers will provide consultative services to State and local educational agen- 
cies to assure the latest available information from research with respect to 
the learning process. 

3, Provide wherever needed comprehensive regional programs for severely 
multiply handicapped children such as deaf-blind children. 

4, Provide through media services the research, production, and distribu- 
tion of specially designed materials and programs for educational technology 
for handicapped children. To provide training in the use of media for teachers 
of the handicapped. 

5, Provide through Instructional Material Centers educational management 
and information systems. 

E. Current Activities 

During 1968, the Division of Educational Services held five Regional Confer- 
ences to acquaint Title I (89-313) Title VI-A and Title III Coordinators with 
exemplary projects for the handicapped. The Division staff met with over 600 
prjfess tonal and interested parties to discuss the overall service program of the 
Bureau at these conferencea. 

During fiscal year 1969, the total funds available for services to handicapped 
children from this Division will excede $88 million. Most of this money will be 
made available through State Plan programs. Under the State Plan programs, it is 
estimated that 25 to 30 percent of the funds will be expended for retarded children. 

These programs have led to an interest in comprehensive planning. The 
Division plans to work with State and project personnel to develop long-range plans 
and evaluation procedures during 1969. These activities are serving the special 
educational and related needs of retarded children through such programs as pre- 
school, elementary, and secondary education projects which may include: curriculum 
enrichment, expansion, and improvement; sunnier school programs; preschool and 
school readiness programs; physical education and recreation; prevocational and 
vocational training; inservice training of teachers; and improved diagnostic 
services. 
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Division of Training 



A. Purpose 

The Division of Training Programs initiates, maintains, and improves programs 
for the preparation of professional leadership and teaching personnel to educate 
handicapped children. Divisional programs which are designed to implement this 
purpose are two-fold in their attack, in that they must provide* (1) classroom 
and administrative personnel for State and local special education programs; and 
(2) personnel for higher education institutions responsible for preparing adminis- 
trative and classroom personnel. The Division of Training Programs in an effort 
to effectively implement training programs for the mentally retarded has organized 
a Mental Retardation Branch. This Branch, one of three in the Division, is 
responsible for the coordination and administration of all programs in the area 
of mental retardation. 

B. Need 

As more States legislate mandatory education for handicapped children the 
major problem faced in implementing such legislation is an acute shortage of 
qualified personnel. Current estimates indicate a need for approximately 300,000 
teachers to meet the educational needs of all categories of handicapped ^hildren. 
However, only 70,000 teachers are now available, with the prospect of an addi- 
tional 21,000 to be trained by 1969. Of the 70,000 teachers available now, 
approximately one-fourth are not fully qualified. If general turnover rates 
applicable to the profession are applied, approximately 107. of the special educa- 
tion teachers will leave the field each year. At current rates of preparing 
professional personnel, sixteen years would be needed to close the gap between 
supply and demand. 

As a result of the teacher shortage, approximately two -thirds of the more 
than five million handicapped children of school age are not receiving special 
educational services they require. Many of the established programs are actually 
of minimal quality, because they have been started with less than fully qualified 
personnel. This current deficit, as in the past, not only retards the systematic 
growth of special education, but simultaneously requires the majority of our 
nation's handicapped children to accept an educational program Inappropriate to 
their needs. 



C. History 

In 1958, Public Daw 85-926 was passed by Congress authorizing an appropriation 
of $ 1 million per year for the preparation of professional personnel in the educa- 
tion of the mentally retarded. This Initial piece of legislation was directed at 
preparing college and university personnel to staff the then existing programs, and 
much needed new programs for preparing personnel to work with the handicapped in 
State and local school systems. Between academic years 1959-60 and 1963-64, 692 
graduate fellowships were granted to 484 individuals. The majority of these indi- 
viduals became college and university professors while others became State and 
local special education leadership personnel. In fact, a recent survey made of 
the above fellowship recipients indicated that approximately 757. of all programs 
in mental retardation at colleges and universities are directed or coordinated 
by these individuals. 

On October 31, 1963, P.L. 88-164 was signed into law. Section 301 of this 
act amended P.L. 85-926 to* (1) expand the program to include not just the area 
of mental retardation, but also the areas of the visually handicapped, deaf, 
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crippled and other health impaired, speech and hearing impaired, and the emo- 
tionally disturbed; (2) allow for the preparation of teachers and other 
sper.ialists in addition to leadership personnel at Che graduate level; (3) ex- 
tension downward into the senior year undergraduate levels; and (4) increase the 
monies authorized for these purposes. Since P.L. 85-926 was passed in 1958, 
approximately 17,000 fellowships and traineeships have been awarded to indi- 
viduals preparing to work with mentally handicapped children. This includes 
both short term and full academic year awards. 



A study conducted in February of 1964, of 245 former P.L. 85-926 fellowship 
recipients revealed that over 90 percent of them were engaged in the field of 
special education, including the mentally retarded, and about 70 percent were 
engaged primarily in the field of mental retardation. Sixty-eight of the 245 
former fellows indicated that they were currently employed by a college or uni- 
versity, 80 were employed in an administrative or supervisory capacity (19 of 
these were employed by State educational agencies), and 54 returned to the 
classroom as teachers of the mentally retarded. 



Public Law 85-926 was further amended with the passage of Public Law 89*105 
and 90-170. These amendments expanded and extended the program through fiscal 
year 1970, authorizing appropriations of $29.5 million for fiscal year 1967; 

$34 million for fiscal year 1968; $37.5 million for fiscal year 1969; and $55 
million for fiscal year 1970. These funds have been, and will be, used as 
stipends for students as well as to support colleges, universities, and State 
education agencies with the cost of instruction* 



Table I - 


Awards made in the area of mental retardation since the 
of P.L. 85-926 (Fiscal Years 1960 through 1967) 


passage 


Fiscal 


Number of 


Number of 


Number of 


Total Amount 


Year 


Traineeships 
& Fellowships 


Higher 

Education 

Institutions 

Participating 


State 

Education 

Agencies 

Participating 


Obligated 


1960 


177 


16 


23 


$ 985,222 


1961 


164 


18 


41 


993,433 


1962 


160 


20 


46 


997,000 


1963 


163 


19 


48 


996,433 


1964 


2,357 


108 


50 


6,419,332 


1965 


2 r 506 


153 


50 


6,569,815 


1966 


3,110 


162 


52 


7,6 5 8,002 


1967 


3 r 816 


177 


53 


8,891,072 


1968 

1969** 


4,521 


177 


53 


8,493,668 


^Appropriations will be approximately equivalent to fiscal year 1968 
(awards not available at time of this report) 



The number of individuals being trained in mental retardation under this 
grant program is significant. The improvement and expansion of the many teacher- 
training programs in mental retardation throughout the Nation — resulting 
directly and indirectly from the grant program — will, in the long-run, be of 
even greater significance. Evidence suggests that the support grants which 
accompany traineeahips and fellowships have enabled a great many of the currently 
participating colleges and universities to add staff, expand the course offerings, 





and bet ter supervise the observation and student teaching experiences of the 
students. The total number of students benefiting from these program improvements 
at the various colleges and universities will, in most instances, far exceed the 
number of students who are on a fellowship or traineeship. 

It is readily apparent that the "old" P.L. 85-296 program, and its major 
amendment, P.L. 88-164, has enabled a great number of colleges and universities 
to develop and/or expand their teacher-training programs in mental retardation. 

A current analysis of the more than 220 institutions requesting funds In the area 
of mental retardation indicates that more than 150 of them have on their faculties 
former fellows who review training under Public Law 85-926 . 

It will be a number of years before there will be a great reduction in the 
gap between the number of trained teachers and "leadership personnel" in the 
area of mental retardation who are needed and the number who sre available. 
However, Public Law 85-926 — prior to and since the amendments by Section 301 
of Public Law 88-164 — has provided the necessary beginning in the effort to 
close this gap. 

1- Program Development Conference 

A two day conference was sponsored during the month of May by the Division 
of Training Programs for special educators from institutions of higher education 
which had been awarded new program development grants for fiscal year 1968 (aca- 
demic year 1968-69). Five new institutions with programs in the area of mental 
retardation participated, in addition to seven institutions which had received 
program development grants in the area in fiscal year 1967. During the conference, 
directors of programs in higher education institutions which had already completed 
one year on a program development grant communicated their experiences to those 
just entering their first year. The sharing of ideas by "new" and "old" directors 
of program development grants was found to be most stimulating and beneficial to 
all in attendance. 

A similar conference is planned for the spring of 1969, for recipients of 
program development grants for fiscal year 1969. 

2. University Affiliated Facilities Conference 

A two day conference was held in July to more clearly delineate the role of 
special education training components in university affiliated facilities for 
the mentally retarded. Participants included personnel from the Bureau of 
Education for the Handicapped; Social and Rehabilitation Service; the President's 
Committee on Mental Retardation; the Secretary* s Conmittee on Mental Retardation; 
directors of university affiliated facilities; and, Office of Education consul- 
tants in the area of mental retardation. 

The types of models for interdisciplinary training of personnel to be de- 
veloped in university affiliated programs; criteria for evaluating such programs; 
and, projected patterns of funding were discussed. Future conferences of this 
nature were recommended and are being contemplated for the coming year. 

D, Current Activities 

The Division of Training Programs in an effort tQ utilize all resources in 
the provision of quality educational programs for all retarded children has en- 
tered into cooperative funding or working arrangements with other personnel 
training programs in the Office of Education and the Social and Rehabilitation 
Service. The following are three examples of the Divisions cooperative efforts: 



1, Teacher Corps 

The Teacher Corps and the Division of Training Programs are jointly support- 
ing a teacher corps program at the State College of ArkanBBB in Conway, Arkansas, 
Specifically, the Division provided funds for the support of one teacher corps 
team (six master's level teachers) who will be instructed in special education 
of the mentally retarded* Concurrent with their instruction, the teacher corps 
team members will be working in public school systems with rural disadvantaged 
children throughout the State of Arkansas. 

2, University Affiliated Facility Program 

The Division of Training Programs in cooperation with the Division of 
Mental Retardation within the Social and Rehabilitation Service provided monies 
to support special education components in six university affiliated facility 
programs for fiscal year X96R. The extent of the Division's support ranges from 
approximately $11,500 to $30,000 with a total expenditure of $150,000 for the six 
supported facilities, 

The Division will support a special educator on the university affiliated 
facility core faculty, The special educator will be responsible for instructing 
medical students, psychologists, social workers, and other related medical per- 
sonnel as well as students majorihg in special education. He will serve to 
effectively integrate special education concepts into the over-all interdisciplin- 
ary training program of the university affiliated facility, 

The six programs funded were? John Hopkins University, Baltimore; University 
of Georgia,* University of Miami, Miami; University of California at Los Angeles ; 
Georgetown University, Washington, D.C. ; and the University of Alabama, Birmingham. 

3, Education Professions Development Act - P.L, 90-35 

The Bureau of Educational Personnel Development and the Bureau of Education 
for the Handicapped have agreed to cooperate in the funding or programs which 
provide special education training to regular educational personnel who are work- 
ing with handicapped children. Approximately 15 percent of the funds available 
under Parts C and D of the above Act will be used in programs to train regular 
educational personnel such as counselors, educational technology specialists, 
teachers, and administrator s who have an interest or need to become more knowledge- 
able regarding the problems of the handicapped. 

This cooperative program is being coordinated through the Dlviaion of Training 
Programs, The Division director works very closely with personnel within the 
Bureau of Educational Personnel Development in arriving at funding decisions for 
projects that involve training in the area of the handicapped. All proposals for 
example, havinr, a handicapped conponent or orientation are screened initially by 
the staff of tlie Division of Training Programs, 

When one considers an earlier statement made in this publication to the 
effect that approximately two thirds of all handicapped children are not receiving 
specialized educational intervention, it becomes quite obvious that this coopera- 
tive agreemant will have great impact on improving services for the handicapped. 

The program, when fully implemented will facilitate greater cooperative inter- 
actions between regular and special educators. Thia will ultimately lead the way 
to maximum educational programs for all handicapped children. 
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E . New Programs 

1. Special Projects 

Training programs to be truly effective must reflect the growth and evolu- 
tion of special education programs brought about through expansion of research 
and service activities. As a result training programs must be flexible and 
enable a continual, but systematic modification of their approaches. Proven 
traditional approaches to training should be retained, but every opportunity to 
blend the old approaches with new directions as increased knowledge and exper- 
ience becomes available, should be encouraged. 

To provide means for developing new models in the c losing months of fiscal 
year 1968, the Division of Training Programs implemented a new Special Projects 
Program Development Grant Award Program. The purpose of the program is to plan; 
to try new models of training; and to evaluate the effectiveness and efficiency 
of these new nod els in preparing personnel to work with handicapped children. 
These grants are designed to provide the wherewithal for the field of special 
education to develop, implement, and test new approaches for the preparation of 
personnel to meet current and projected needs in the education of handicapped 
chi ldren. 

There arc two types of grants within the special projects award program: 
planning and prototype (including evaluation). Planning grants will be utilized 
to provide funds for the support of personnel, travel, and other costs necessary 
for developing a detailed plan for implementation of a prototype. 

Prototype grants will be utilized to implem2nt and test new training 
approaches. Successfully implemented prototype grants which provide viable 
approaches to training will be placed into the regular award program for future 
funding to other training agencies in the United States. 

Six planning grants were awarded for fiscal year 1968, in amounts ranging 
from $12,900 to $28,998. The universities receiving the initial awards were: 
American University; University of Minnesota; George Peabody College; Southern 
Connecticut State College; University of Illinois; and the University of Iowa. 

2. Training of Physical Educators and Recreation Personnel 

In addition to the amendments of 85-926 cited earlier, P,L. 90-170, Title V 
established a program entitled "Training of Physical Educators and Recreation 
Personnel for Mentally Retarded and Other Handicapped Children." Section 501 of 
this bill authorized appropriations of $1 million for fiscal year 1968, $2 million 
for fiscal year 1969 and $3 million for fiscal year 1970. 

The Bureau of Education for the Handicapped through the Division of Training 
Programs will assist universities and colleges in providing advanced professional 
training to physical educators and recreation personnel working with handicapped 
children. It is anticipated that planning and program development grants will 
be awarded to approximately ten to fifteen schools of physical education or 
recreation to establish graduate level curriculum related to the preparation of 
college instructors, to some short term training courses designed to stimulate 
better programming for the handicapped child. 

An appropriation of $300,000 was made for the implementation of this program 
in fiscal year 1969. 
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F, Future Goals 

The goals of the Division of Training Services are to: 

1, Develop "quality 11 personnel preparation programs at all levels — 
undergraduate through graduate, 

2, Provide greater opportunities for the interaction of Division staff 
with university personnel regarding issues in the training of professional 
personnel, 

3, Establish a clear and well defined "State of the Art." 

4, Continue cooperating with State departments of education to effect 
comprehensive planning for the training of personnel in special education. 

5, Provide continued leadership to the developing university affiliated 
programs to insure the incorporation of strong special education components 
into each program, 

6, Produce informative materials concerning the education of mentally 
retarded children and the training of professional personnel to work with them 
in educational and related placements, 

7, Develop realistic new training programs for personnel at pre-school 
and work-study levels. 

8, Effectuate qualitative evaluation of all current programs preparing 
personnel in mental retardation. 



IV. Other Office of Education Programs 
for the Mentally Retarded 

The Cooperative Research Act (P.l, 89-10, Title IV) is supporting several 
projects concerned with mental retardation. Some of the activities funded under 
this program touched upon the development of a project for educable mentally re- 
tarded children to receive vocational training in food service; the relationship 
between the training experience and certain personality characteristics of 
teachers and the progress their trainable mentally retarded students made; and a 
comparison of two learning and retention techniques with mentally retarded chil- 
dren. 



The Vocational Education Amendments of 1968 provide that at least 10 percent 
of each State's allotment for basic grants must be used for programs for persons 
who are handicapped, including persons who are mentally retarded or seriously 
emotionally disturbed. This provision of the Act becomes effective in fiscal year 
19 70, It is anticipated that about 50,000 mentally retarded persons will be served 
with about $11,500,000, 
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SOCIAL AND REHABILITATION SERVICE 



Introduction 



The Social and Rehabilitation Service (SRS) was eatablished August 15, 1967, 
by the Secretary of Health, Education, and Welfare to join under a aingle leader- 
ship the Department's income support programs for ne&dy Americans and the social 
and rehabilitation programs that many families and individuals need. 

The organization is deaigned to provide a stronger emphasis on rehabilitation 
in social and welfare programs. 

Key features of the organization are: 

--The uniting in a single agency of the various HEW services that deal 
with special groups — the aged, the handicapped, and families, especially 
chi ldren. 

—The separation of the administration of income-maintenance programs for 
needy persons from rehabilitation and social service programs. 

—Decentralization of certain authority to the Department's nine Regional 
Offices and the appointment of a aingle Social and Rehabilitation Service 
Regional Commissioner in each region to make it easier for States and 
communities to do businesa with the Federal Government. 

The five major components of the agency are: the Administration on Aging; 
Assistance Payments Administration; Children's Bureau; Medical Services Adminis- 
tration; and the Rehabilitation Services Administration. 

All of these component agencies have major responsibilities in the area of 
mental retardation except for the Assistance Payments Administration. The re- 
organization has placed new responsibilities for the mentally retarded on the 
Administration on Aging, the Children's Bureau, and the Rehabil itation Services 
Administration, which are now concerned with the provision of social and rehabili- 
tative services to various categories of public assistance recipients. The 
Rehabilitation Services Administration also includes the Division of Mental 
Retardation . 

Also located in SRS is the Office of Research, Demonstrations and Training. 
This office administers a program of grants to States and to public and private, 
nonprofit agencies to pay part of the coot for research, demonstrations, and the 
establishment , of spec ial facilities and services contributing to the field of 
rehabilitation. 

New legislation has reaffirmed and expanded the Nation's commitment to pro- 
grams on behalf of the mentally retarded. This includes the Mental Retardation 
Amendments of 1967, the Vocational Rehabilitation Amendments of 1965, 1967 and 
1968, and various aspects of the Social Security Amendments of 1967. 

The responsibilities and activities of the component agencies of the Social 
and Rehabilitation Service and the provisions of the new legislation with respect 
to programs for the mentally retarded are described on pages 27 to 61. 
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Office of Research , Demonstration and Training 



1. Rehabilitation Research Branch Program of the Research 

and Demonstration Grants Division 

This Branch carries on a substantial program of research on problems 
of rehabilitation of retardates. Areas covered include evaluation of aptitudes 
and abilities, analysis of jobs which the retarded can perform, opening of new 
occupational areas for the retarded, improvement of counseling techniques, develop- 
ment of new methods of training and job adjustment and evaluation of facilities 
and programs to assist the transition of the retardate from the institution or 
other sheltered environment to community participation. The 1965 Amendments to 
the Vocational Rehabilitation Act recognized in particular the needs of retardates 
by providing up to eighteen months of services during which the individual Is 
evaluated for employment potential. These amendments also recognized the need 
for continuing care and study in the form of provision for Improved workshops for 
retardates and other handicapped persons. 

The Amendments of 1968 have focused attention on the necessity for re- 
search on retardation as a function of cultural deprivation. Current programs 
of research and demonstration are, therefore, increasingly concerned with new 
approaches to retardation in ghetto areas, and especially model city neighbor- 
hoods. Rehabilitation techniques already developed through research are being 
extended to problems of the hard core welfare client. 

Emphasis is placed on the coordination and focusing of all relevant 
community agencies on the problems of the retarded. Projects in five different 
cities have demonstrated ways of most fruitfully bringing together the services 
of agencies involved in programs for the retarded. An additional study evaluated 
the efforts of one of these coordinated services programs. 

Culture-fair assessment of rehabili:ation clients has become of increas- 
ing importance as selection for jobs has extended to cultural handicaps. A simple 
pictorial inventory which will assist in solving this problem for retardates is 
the recently completed Vocational Interest and Sophistication Assessment Test 
standardized on 3,000 retarded persons and predicting what job an individual will 
find most satisfying to him in terms of his interests. 

A variety of community based projects demonstrating involvement of com- 
munity resources for training of retarded and for their transition to the wider 
community arc the results of recent research efforts. For example, the San 
Francisco Aid for Retarded Children, Inc., worked with several retarded adults 
who had little or no employment background. It was found that 50 percent of the 
experimental sample could be trained and placed In outside employment. Last year 
witnessed the completion of a substantial number of work study programs for re- 
tarded adc 1 ascents. These have been sponsored by State Divisions of Vocational 
Rehabilltav ion jointly with local school boards, parent organizations, private 
schools, and State departments of education. In these projects of even severely 
retarded adolescents, 40 percent have been placed In outside jobs. All projects 
were taken over by the community at completion. 

The Bourbon County Schools work-study project, one of several in 
Appalachia, was established in Kentucky, a State with one of the highest dropout 
rates in the nation. The retarded subjects were children of impoverished parents; 
the majority were from homes of tenant or farm laborers with earnings well below 
poverty level. Despite the massive handicaps of cultural deprivation and mental 
retardation among the youngsters studied, this project, over its three -year term, 



reported a dropout rate of only 5 percent. Moreover, 88 percent of the sample of 
youngsters served have been trained and placed tn jobs thus contributing not only 
to their own independence, but also to the economic welfare of their parents and 
the conmunity at large. 

During the past two years the State Divisions of Vocational Rehabilitation 
have conducted energetic programs to place the retarded in a wide variety of civil 
service jobs. The District of Columbia, DVR and George Washington University are 
now engaged in a follow-up study of the first 2,000 mentally retarded workers 
placed with the Federal government throughout the country to determine how effec- 
tive the program has been and how to improve and expand it to State governments 
as well. 



In order to accelerate training and make it more widely available, the 
research program has supported a number of projects demonstrating automated teach- 
ing techniques for the retarded. One of these, a research demonstration completed 
last year by the Devereux Foundation, Devon, Pennsylvania, found that automated 
teaching methods combined with regular classroom work proved more effective than 
machine methods alone or classroom instruction alone in enabling retarded students 
to utilize learned material in a practical work situation. To increase manpower 
for assisting the retarded, the research program extended support to research 
demonstrating techniques for training volunteers to work with retardates. The 
MacDonald Training Center Foundation, Tampa, Florida, last year completed a pro** 
ject that developed effective methods of selecting, orienting, and training 
volunteers whose activities will supplement services of professionals to mentally 
retarded persons. 

2. Rehabilitation Research and Training 

Centers Program 

The Research and Training Centers Division of the Office of Research, 
Demonstrations, and Training has responsibility for administering three Rehabili- 
tation Research and Training Centers in Mental Retardation. These centers are 
distinct organizational and physical entities providing a continuing framework for 
psychological, social , vocational and rehabilitation research and training, and at 
least on a demonstration basis, a comprehensive program of evaluation, training, 
counseling and placement of the mentally retarded individual. The three Mental 
Retardation Research and Training Centers currently sponsored by the Social and 
Rehabilitation Service of the Department of Health, Education, and Welfare, are 
the University of Wisconsin, the University of Texas, and the University of 
Oregon. 



The research conducted by these centers encompasses many aspects of the 
rehabilitation process, from onset to training and placement of the retarded 
individual. It is broadly directed to a wide range of psychosocial, vocational, 
or other fields of rehabilitation, and also to specific problems in the many 
aspects of rehabilitation of the retarded. 

The training program of these centers provide training of all types, long- 
term as well as short-term, professional, technical, and for all categories of 
students, graduate or undergraduate, working in the medical, health-related or 
other professions engaged in rehabilitation. The program provides training in 
such areas as the principles of rehabilitation of the retarded and the special 
problems related to individual or groups of educational, psychosocial, vocational, 
and medical and other disciplines in the practice of rehabilitation. In all in- 
stances, training has been based upon a defined, organized program of instruction 
designed for undergraduate and graduate students, interns, and professional 
workers in the field of *vhabilitat ion. Selected sub-professional workers have 
also been trained. 
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In 1968, the three Mental Retardation Centers conducted 51 research 
projects* Of this number, eighteen are continuing to seek out the cause of re- 
tardation, to assess the potential for education and rehabilitation, to develop 
training and remedial programs suited to the needs of the retarded, and to 
ascertain the actual learning and socialization difficulties encountered by the 
retarded. Also being emphasized is the development of adequate motivation for 
work in the retarded through family, school, and community resources. 

The Mental Retardation Research and Training Centers have proposed more 
than thirty continuing projects directed to the analysis of behavior of the re- 
tarded in a variety of settings, the socialization processes, and the mechanisms 
of acquiring adaptive behavior. Such studies will enable new conceptualizations, 
not previously available, to be utilized in preparing the retarded for productive, 
independent living. This research knowledge will also be helpful in planning and 
developing remedial and rehabilitation programs for the disadvantaged and cul- 
turally deprived in becoming more self-sufficient. 

As an example, a “high-risk” population laboratory has been established 
by the University of Wisconsin Research and Training Center in the Milwaukee 
innercity area of economic and cultural deprivation, which is characterized by 
an extremely high incidence of mental retardation. Studies revealed that although 
the area comprises only 2k percent of the city’s population, it yields 33-1/3 
percent of the total number of children identified aB educable mentally retarded. 
Also, 45.4 percent of the mothers who had IQ’s below 80 accounted for 78,2 percent 
of the children with IQ's below 80. This laboratory Burvey is maintained on an 
ongoing basis, with the findings of individual studies of value to the retarded 
population, their families and public and private agencies serving the needs of 
this population. 

In the area of training, 33 short-term courses attended by 2,332 trainees 
were sponsored by the three Mental Retardation Research and Training Centers. 

One center alone provided training for more than 600 rehabilitation counselors and 
special education personnel in specific rehabilitation techniques leading to em- 
ployment of the retarded. 

A continuing emphasis will be maintained by the three Mental Retardation 
Centers in 1970 on the departmental priorities of model cities, neighborhood 
service centers, motivating people to work, rural poverty, and other priority 
areas as they relate to mental retardation. 

During the 1969 fiscal year, the Department of Health, Education, and 
Welfare appropriation to the three centers was $1,075,000. 

3. Division of International Activities 

The Division of International Activities is the focal point for the de- 
velopment of all SRS international activities. These include program operations 
in the fields of maternal and child health, services to crippled children, social 
welfare, and vocational rehabilitation of the physically handicapped and the 
mentally retarded. As part of a reorganization of August 1967, international 
staff of the Welfare Administration, Children's Bureau and the Vocational Rehabil- 
itation Administration were brought together in one unit to administer programs 
designed to supplement and complement domestic programs and to strengthen rela- 
tionships with other countries as well as to further U.S. foreign policy goals, 

A major segment of the international program has been the development 
and support of cooperative research and demonstration projects in certain foreign 
countries. 
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This program, financed with U.S. jwned foreign currencies derived from 
the sale of agricultural conmodities, was initiated by the Vocational Rehabilita- 
tion Administration in 1961. A vital adjunct to these research activities is the 
interchange of experts program authorized under the International Health Research 
Act. As a result of this authority, the Social and Rehabilitation Service has 
arranged for the interchange of scientists and experts engaged in research between 
the U. S. and countries participating in this cooperative program. 

Since the beginning of the research and demonstration program in 1961, 

22 projects in various aspects of mental retardation have been approved by the 
Division of International Activities. The range of research interest is very 
broad encompassing both medical and non-medical projects as well as clients of 
all ages. Types of projects that are now in progress Include: investigations 

concerning the incidence of phenylketonuria; experimentation with new techniques 
for training the mentally retarded; and investigations on the medical, psycho- 
logical, social and cultural aspects of mental retardation. During the past year, 
projects dealing with mental retardation were approved in Celon, India, Israel, 
Poland and Tunisia. 



The Administration on ARinR 



1. Older Americans Act - Title III Program 

Title III of the Older Americans Act of 1965 provides for funds from the 
Administration on Aging to stimulate the establishment of a single agency in each 
State to be responsible for the coordination of all State activities and programs 
in aging. Once the governor has designated such an agency and the State plan has 
been approved, allotments are made to the State. The State, in turn, makes grants 
to public and nonprofit private agencies for (1) coronunity planning and demonstra- 
tion of programs in aging; (2) for demonstration of new programs or activities 
beneficial to older people; (3) training special personnel for such programs; and 
(4) establishment of new or expansion of existing programs, including senior 
centers. 



Under a Title III grant, the Boulder River Junior Chamber of Commerce, 
in Boulder, Montana, is operating a project called "Senior Citizens Conducting 
Programs for the Mentally Retarded Aged." The program was initiated because 
existing services and programs at the Montana State Training School and Hospital 
were focused on younger residents and the older population was being neglected. 

During the first year of the project six older people were trained to 
provide services to over 100 mentally retarded aged at the School. As a result 
25 of these aged residents were placed in the community during the year, some in 
fulltime Jobs and a few in nursing homes. During the second year, two additional 
older people were recruited and trained to work at the School and a part-time 
social worker was added to the project staff to help place and follow-up mentally 
retarded aged who return to their home communities. The project expects to return 
about 30 additional residents from the group to their communities by the end of 
the year. 

2. Older Americans Act - Title IV Program 

Title IV of the Older Americans Act authorizes the Administration on 
Aging to make direct grants or to contract for research and demonstration projects 
of national or regional interest and value. Under a Title IV grant to the Com- 
munity Service Society of New York, a demonstration project is being conducted on 
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Staten Island In the recruitment, training, placement and retention of older 
people as volunteers in community service. Of the 256 volunteers, with an average 
age of almost 70, currently active in the program, 130 are serving at the Willow- 
brook State School, a 6,000-bed institution for the mentally retarded of all ages. 
Thirty-nine of the volunteers have been working at Willowbrook more than 2% years. 

Volunteers serve from 4 to 6 hours one or two days a week and perform 
such functions as feeding and playing with babies and young children, helping in 
the school rooms, and in the occupational therapy programs, sewing, stamping 
garments, and repairing toys and furniture in the shops. In addition, a group 
of women mend clothing for the School at the Stapleton Senior Center, and a folk 
dance group from another center visits the School once a week to teach dancing to 
teenage residents of a specially selected ward. 

3. The Foster Grandparent Program 

The Administration on Aging also administers the Foster Grandparent 
Program under contract with the Office of Economic Opportunity. The Foster 
Grandparent Program recruits and trains low-income men and women over 60 years 
of age to serve as foster grandparents to children in institutional and community 
settings. "Grandparents" provide two hours of individual attention to each of 
two children daily, and usually work five days a week. 

In December 1968, there were 68 projects in 40 States and Puerto Rico. 
About 8,000 children--5 ,500 of whom are mentally retarded--in 203 institutional 
and community settings are served by 4,000 foster grandparents. Over 120 commun- 
ities are affected by the program and many more have expressed interest in devel- 
oping a project. 

The work of the foster grandparents is entirely chi Id- related, on a 
one-to-one basis, and aimed at providing personal attention to neglected and 
deprived children, not to relieve institution staff of routine care tasks. 
Administrative staff of institutions for the mentally retarded report that the 
children show improvement in self-care skills and motor skills and that, in 
addition, the positive results which the children show often serve to raise the 
morale of the institution staff. 

There have been quite a few evaluations of individual Foster Grandparent 
projects within the past two years. All of them conclude that, based on the 
project studied, the program is a viable one which has great potential for further 
expansion and growth. The report of the findings of a two-year study of the 
program at the Denton State School, Denton, Texas, conducted by Dr. Hiram J, 
Friedsam and Mr. H.R. Dick, North Texas State University, concludes: 

"No matter how fleeting the contact or how limited 
the carryover, the program does enrich the lives of 
the children it touches, and anyone who is familiar 
with institutions for retarded children will not 
judge this to be a minor success.*' 

In one project for retarded children, seven children achieved the level 
of functioning that enabled them to enter Head Start classes; four were admitted 
to special education classes; one boy thought to be retarded was enrolled in 
summer Head Start and then registered for a regular classroom program. In another 
project, "Grandparents" are working within a public school, enabling retarded 
children to attend regular classes . 

Grandparents are forming a link between the conmunity and the institutions, 
bringing the outside in to the children and bringing to the community a new 
attitude on the subject of mental retardation. 



Further information may be obtained from the Commissioner, Administration 
on Aging, Social and Rehabilitation Service, Department of Health, Education, and 
Welfare, Washington, D.C. 20201, or the Office of Older Persons Programs, Office of 
Economic Opportunity, Washington, D.C. 20506. 



Children’s Bureau 



Introduction 

The concern of the Children’s Bureau for mentally retarded children and their 
families stems initially from its responsibility under the Basic Act of 1912 to 
’’invest igate and report on all matters pertaining to the welfare of children and 
child life.” In the first 6 years of its existence, three of the major studies 
produced by the Bureau dealt with mental retardation. 

The passage of the Social Security Act in 1935 and the assignment to the 
Bureau of the added responsibility of administering Federal grants for maternal 
and child health, crippled children, and child welfare services, emphasized the 
principle that all of the people, through the Federal government, share with the 
State and local governments responsibility for helping to provide community ser- 
vices that children need to have for a good start in life. The Social Security 
Act also afforded the Bureau an opportunity to help the States develop demonstra- 
tions and special programs in areas where there were gaps in services# 

As recently as 1954, maternal and child health activities in the Children’s 
Bureau on behalf of mentally retarded children and their families were extremely 
limited. Many local public health nurses were reporting suspected mentally re- 
tarded children in their caseloads, but for the most part, they had few or no 
resources for establishing a diagnosis. By age groups, the greatest gap in avail- 
able services was in relation to infants and preschool children. It appeared that 
many of the services that were lacking could best be provided through program 
emphasis within the framework of the maternal and child health program. The basic 
interests of this program - that is, preventive health services, child health 
supervision, growth and development and the fostering of good parent-child rela- 
tionships - are also the basic interests of a program for mentally retarded 
children. 

It was on this basis and to achieve these goals that the Congress for fiscal 
year 1957, increased the Children’s Bureau's annual maternal and child health 
appropriation and earmarked $1 million specifically for special projects serving 
this group of children. The Appropriations Committee also expressed the hope 
that an additional million dollars of the increase, which was to be distributed 
to the States on a regular formula basis, would be used to implement services for 
the mentally retarded. The enactment of P.L. 88-156 in 1963 increased the author- 
ization and has resulted in increased appropriations both for special projects 
for mentally retarded children and in the amount of regular formula funds desig- 
nated for this purpose. P.L. 89-97, ’’Social Security Amendments of 1965,” made 
further improvements , including the provision of grants for the training of 
professional health personnel to work with crippled children, particularly the 
mentally retarded and those with multiple handicaps. 

P.L. 89-97 also made available project grants to provide comprehensive health 
care and services for children and youth of preschool or school age, particularly 
in areas with concentration of .low -income families. The appropriation for the 
fiscal year 1966 for this program was $15 million; for fiscal year 1967 $35 

million ; for fiscal year 1968 $37 million; and for fiscal year 1969 $39 million. 
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Mentally retarded children and their families are also aided by the 
Childrens Bureau’s program of child ve If are services. The goal of this program 
is the provision of "public social services which supplement, or substitute for, 
parental care and supervision for the purpose of (1) preventing or remedying, or 
assisting in the solution of problems which may result in, the neglect, abuse, 
exploitation, or delinquency of children, (2) protecting and caring for homeless, 
dependent or neglected children, (3) protecting and promoting the welfare of 
children of working mothers, and (4) otherwise protecting and promoting the wel- 
fare of children, including the strengthening of their own homes where possible, 
or, where needed, the provision of adequate care of children away from their 
homes in foster family homes or day-care or other child-care facilities. ” The 
States used grant-in-aid funds for child we If are services, authorized by the 
Social Security Act, early in scattered instances to provide services in behalf 
of retarded children, including foster care, and for child welfare workers who 
gave some service to this special group of children. It was not until 1957, 
however, that special child welfare staff was provided by the Children's Bureau 
to assist the States in providing services to these children. The years since, 
as part of the Bureau’s overall effort to reach out to special groups of children, 
have seen substantially increased child welfare services extended to the mentally 
retarded. Although programs for the mentally retarded have developed markedly, 
a considerable need for service to this group remains. 

A further impetus to improving care of retarded children was provided by the 
Child Velfare Research and Demonstration Grants Program authorized by the Social 
Security Anwndments of 1960 and by the Maternal and Child Health and Crippled 
Children's Services Research Projects authorized by the 1963 amendments. Some 
of the program research conducted under both of these programs pertains to mentally 
retarded children. 

The Child Health Act of 1967, which la included in P.L. 90-248, the "Social 
Security Amendments of 1967," makes provision for the following: (1) increased 
authorizations for child health under Title V; (2) services for reducing infant 
mortality and otherwise promoting the health of mothers and children; (3) family 
planning services; (4) continuation of the programs of maternity and infant care 
project grants and of comprehensive grants for the health of preschool and school- 
age children; (5) new dental health service projects; (6) emphasis on early 
identification of health defects of children; and (7) broadening the scope of 
research and training authorisations. Reducing the incidence of mental retarda- 
tion and improving care to mentally retarded children are among the objectives of 
these provisions. 

The "Social Security Amendments of 1967” authorize grants to States for 
services to families and children receiving Aid to Families with Dependent Chil- 
dren (AFDC). Based on each such family’s special circumstances and requirements, 
services are provided for assisting the family to obtain or retain capability for 
self-support and care, maintain and strengthen family life and foster child devel- 
opment. Handicapped children and their families receiving AFDC are included in 
this program. 



I. Preventive Services 



A. Maternity and Infant Care Projects 

The re^ ri: of the President’s Panel on Mental Retardation emphasized the 
interrelationships of lack of prenatal care, prematurity, and mental retardation. 
A recent major emphasis in Children’s Bureau programs has been the Maternity and 
Infant Care Projects, authorized by P.L. 88-156, "Maternal and Child Health and 
Mental Retardation Planning Amendments of 1963." This law provides for a new 
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authorization for project grants to meet up to 75 percent of the cost of projects 
for the provision of necessary health care to prospective mothers who have, or 
who are likely to have, conditions associated with childbearing which increase the 
hazards to the health of the mothers or their infanta, and whom the State or local 
health department determines will not receive necessary health care because they 
are from low-income families or for other reasons beyond their control. In addi- 
tion, the legislation provides for medical and hospital care for premature infants 
and other infants at risk. Late in fiscal year 1964, $5 million was appropriated 
for this program, and eight projects were approved. For fiscal year 1965, $15 
million was appropriated; for fiscal year 1966, $30 million, for fiscal year 1967, 
$30 million; for fiscal year 1968, $30 trillion, and for fiscal year 1969, $36 
million. By the end of December 1968, 53 projects were in operation, 

P.L. 90-248 extends the program of maternity and infant care projects until 
June 30, 1972, after which they become a special part of each State health ser- 
vices plan. The new legislation continues the intent to help reduce the incidence 
of mental retardation and other handicapping conditions caused by complications 
associated with childbearing, and in addition calls for services for helping to 
reduce infant and maternal mortality. It also adds authority for projects for 
intensive care of infants and for family planning services. 

B. Phenylketonuria and Other Metabolic Diseases 

A second major emphasis in prevention within the past few years has been in 
relation to phenylketonuria (PKU). This inborn error of metabolism has in the 
past been responsible for one percent of the population in our State institutions 
for the mentally retarded. By detecting families with the condition and by 
placing young infants with the condition on a special diet, mental retardation can 
usually be prevented. The Children f B Bureau had been working with State health 
departments in developing and trying out various screening and detection programs, 
developing the necessary laboratory facilities, and assisting States in providing 
the special diet and follow-up programs for these families. When the Guthrie 
inhibition assay method for screening newborn babies was developed, the Children's 
Bureau supported field trials of this test. More than 400,000 newborn babies in 
29 States were screened, and 39 cases of PKU were found, an incidence of almost 
one in 10,000. 



The Children’s Bureau is now urging that all States have a program for screen- 
ing infants for PKU. Although such a program may be initiated without a legis- 
lative requirement, in many States laws have been enacted on this subject. As of 
the end of December 1968, 43 States had such laws, most of them making screening 
for PKU mandatory. The 43 States are: 



Alabama 

Alaska 

Arkansas 

California 

Colorado 

Connecticut 

Florida 

Georgia 

Hawaii 

Idaho 



Illinois 

Indiana 

Iowa 

Kansas 

Kentucky 

Louisiana 

Maine 

Maryland 

Massachusetts 

Michigan 

Minnesota 



Missouri 

Montana 

Nebraska 

Nevada 

New Hampshire 
New Jersey 
New Mexico 
New York 
North Dakota 
Ohio 
Oklahoma 



Oregon 

Pennsylvania 

Rhode Island 

South Carolina 

Tennessee 

Texas 

Utah 

Virginia 

Washington 

West Virginia 

Wisconsin 



As more children with PKU are found, the problems relating to treatment ser- 
vices ore receiving increased attention. Funds were granted for planning a 
5-year collaborative study of treated phenylke tonuric children, for purposes of 



increasing knowledge of methods of treatment of children with this disease; this 
study is now under way, with a number of clinics participating, A grant has also 
been made to develop a reference and standard service for phenylalanine determina- 
tions needed in screening and treatment. In April 1966, an important meeting 
was financed by the Children’s Bureau to discuss PKU screening and treatment 
problems, pathogenesis of the disease, and other relevant topics. The proceedings 
of this Conference have been published under the title, "Phenylketonuria and Allied 
Metabolic Diseases." "Recommended Guidelines for PKU Programs" have also been 
prepared to make known the Children’s Bureau recommendations for a comprehensive 
PKU program. 

Interest is also increasing in metabolic diseases other than PKU that lead 
to mental retardation. The Children’s Bureau is continuing to support a study 
of the clinical application of screening tests to detect galactosemia, maple 
syrup urine disease, and histidinemia. Also, support is being given to studies 
of new approaches to broader screening methods; for example, support is being 
given to a study which would make available a battery of automated tests for 
screening metabolic diseases. In addition, field trials are being conducted of 
a simple method to determine elevations of 10 different amino acids, for detec- 
tion of metabolic disorders. 

C. Lead Poisoning 

In the area of prevention, increasing attention is being paid to lead poison- 
ing. Despite present-day manufacture and use of lead-free paint, many children 
become mentally retarded or suffer other damage from ingestion of chips of lead- 
containing paint from walls and woodwork in old, dilapidated housing. A 
publication, "Lead Poisoning in Children," addressed to public health workers, 
has been prepared, suggesting "a program of prevention, casefinding, follow-up 
of cases, and other measures to cope with this problem. Some of the Children and 
Youth projects have had a special interest in finding and treating children with 
lead poisoning. 



D. Immunizations 

From experience with immunization of children against diphtheria, tetanus, 
and pertussis, and against measles, it has been learned that special efforts need 
to be made to reach children in the low-income neighborhoods of many cities. To 
achieve the maximum effect when the rubella vaccine is licensed, therefore, a 
major public health program will have to be launched. As a first step in this 
direction, the Children's Bureau prepared and distributed a brochure on the sub- 
ject of Rubella, 



E. Familial Mental Retardation 

Interest is increasing in mental retardation associated with poverty. The 
Children's Bureau has published "Children of Deprivation," a report of a project 
at the University of Iowa dealing with this problem, and some of the Children's 
Bureau-supported mental retardation clinics are now showing more active concern 
with this cause of mental retardation. 



II. Basic and Supportive Services 
A. Casefinding and Screening 

The Children's Bureau has, from the beginning of its work in financing 
programs for retarded children, emphasized the importance of early detection and 
casefinding. Preference to young children as new cases has been encouraged in 



the clinics supported by Children’s Bureau funds. In recent years training, 
particularly for nurses, has emphasized the skills necessary for early detection, 
"A Developmental Approach to Casefinding with Special Reference to Cerebral 
Palsy, Mental Retardation, and Related Disorders," written by a nurse, was pub- 
lished in 1967 to provide a tool for developing such competency. 

B. Clinical Services 

Support of clinical services for mentally retarded children is one of the 
most important uses for Children's Bureau mental retardation funds. The services 
provided include diagnosis, evaluation of a child's capacity for growth, the 
development of a treatment and management plan, interpretation of findings to 
parents and follow-up care and supervision. As of the end of November 1966, of 
the almost 200 mental retardation clinics in the country, the staff and services 
of 135 were supported in whole or in part by Children's Bureau funds. The 
Children's Bureau-supported clinics served approximately 40,000 children in fiscal 
year 1966. Somewhat over one-third of the children new to the program were under 
5 years of age. During fiscal year 1967 and 1968, the number of Children's 
Bureau-supported clinics increased; by the erJ of fiscal year 1968 there were 
150 such clinics serving approximately 43,000 children. The total number of 
mental retardation clinics in the United States is now 235, 

The Children and Youth projects authorized by P.L. 89-97 offer an opportunity 
for providing increased services to mentally retarded children in the areas 
served by the projects. As of the end of December 1968, 58 Children and Youth 
projects were in operation. These projects provide comprehensive health services 
for children especially those living in areas with concentrations of low-income 
families. 



C. Crippled Children’s Services 

Since enactment of the Social Security Act in 1935, the Federal government, 
through the Children’s Bureau, has assisted the States in providing services to 
crippled children. Although exact data are not available, it is known that rela- 
tively few mentally retarded children were cared for in these programs prior to 
1963. The enactment of P.L. 8F-156, providing for increased funds for the 
crippled children's program and for the earmarking of some of the funds specifi- 
cally for mentally retarded children, has resulted in more attention being paid 
to physically handicapped retarded children. In some States, the definition of 
crippling conditions is being broadened to include conditions for which services 
had not hitherto been given. Soa® children who would formerly have been turned 
away are now being given services. 

An important use of the expanded funds available for mentally retarded 
crippled children is in providing services for institutionalized children; for 
example, orthopedic services not hitherto available to these children. In 
addition, the Children’s Bureau staff itself has provided some consultation to 
the institutions, particularly in the fields of nutrition and physical therapy 
and to some extent in nursing. 

A recent development has been a broadening of £he scope of services to give 
more attention to children who are both physically handicapped and mentally re- 
tarded, children who have several physical handicaps, and children with serious 
learning disorders. Some mental retardation clinics ate showing increased 
interest in serving these children and a number of special clinics, financed by 
Children's Bureau funds, have been set up. 

Another use of Crippled Children's funds in the mental retardation field is 
a study and d imonatration project now under way concerning the speech and language 
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the special needs of the estimated 131,000 AFDC children who are mentally retarded 
and to the family conditions in which mental retardation is often rooted. 

Following are examples of developments related to the extension and improvement 
of family and child welfare services to mentally retarded children and their 
families: 

A mental retardation specialist, during the two years since he was firBt 
employed by a State public welfare agency, has contributed substantially to the 
development of services and facilities, including specialized foster family care, 
from which retarded children and their families benefit. In addition, he has been 
instrumental in improving coordination among the State's programs for the retarded. 

A State on the basis of its experience in providing the range of child welfare 
services through a special unit for the retarded in one locality, iB now extending 
increased child welfare services to retarded children and their families in other 
areas of the State. In another State, the Bchool of social work has a mental 
retardation field instruction unit located in a county public welfare department. 
According to the director of the county agency, this unit, which receives Children's 
Bureau support, benefits the county in addition to providing a learning experience 
to the students. Increased services rendered by the students to the county's men- 
tally retarded and their families is one benefit. The director also points out 
that the unit's emphasis on problems connected with mental retardation has served 
to "sharpen up all the (agency's) workers to give this particular problem more 
attention." 

Several States report that with the support of a child welfare worker and 
assistance provided through this service in utilizing other community resources, 
parents often are able to keep their retarded children at home and keep their 
families intact. One agency through group counseling has assisted parents not only 
to meet the needs of their retarded children better but also to take action aimed 

at development of additional community programs for the retarded. 

Another State public welfare agency describes its new homemaker service proj- 
ect as a "real success." This project provides 32 itinerant homemakers who special- 
ize in serving families of retarded children. Through homemaker services, an over- 
burdened mother can be relieved of the constant and full responsibility for the 

day-to-day care of her retarded child. Frequently, Bhe acquires new skills which 

help her in better home management and in her special problems with child care. 

Another important service provided by several State public welfare agencies to 
assist mentally retarded* children and their families is day care service. Day care 
services offer both constructive experiences for some retarded children and neces- 
sary help and relief for their parents. This service often may be the key factor 
in determining whether a child can remain with his family. In one State, the number 
of licensed daytime activity centers for the retarded has quadrupled, from 21 to 
more than 80, in about a four-year period. The State child welfare agency licenses 
these centers. With concern for quality in their day care programs for the retarded, 
some States have given special attention to the development of standards and to 
training of day care personnel. The value of stronger linkage between the day care 
center and the family is also receiving increased attention in many of these pro- 
grams. During the past year, Children's Bureau has cooperated with the National 
Association for Retarded Children (NARC) in planning and conducting a workshop on 
day care services, held in advance of the NARC Annual Convention. The general pur- 
pose of the workshop was to assist in the development and improvement of day care 
services for the retarded. 

Most States provide some Coster family car* for retarded children. In all, it 
is estimated that 14,000 of the retarded children receiving public child welfare 
services are in foster family care. 
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Some children, whoimust be cared for outside their own homes, can profit 
from close interpersonal relationships and respond to the stimulation of foster 
family life. Short-tern} foster care at intervals or during period of crisis may 
enable a retarded child's family to provide adequately for him at home for the 
most part. For other retarded children, foster family care permits long-term 
benefits of family life and community living. Foster family care would be the 
plan of choice for many children who have been placed inappropriately in large 
residential facilities. Ip fact, some States are giving attention to the 
"exchange 11 of children between institutional and child welfare services programs 
to assure more appropriate services for particular children. 

The experience of several States illustrates that retarded children can 
profit from adoption and that adoptive placement is feasible for many of these 
children. An article by the Children's Bureau specialist on adoptions and ser- 
vices to unmarried mothers, "The Adoption of Mentally Retarded Children," was 
published in the January-February 1968, issue of CHILDREN, As some evidence of 
the interest in adoption of the retarded, over 8,000 reprints of this article have 
been disseminated, a large portion of this number upon request. 

Family and child welfare services also may have preventive aspects in rela- 
tion to mental retardation. For example, day care or foster care for children 
from certain deprived homes may, be preventive services. 

Homemaker service' may be preventive in nature when brought into play with 
some expectant mothers who need relief from the physical demands of caring for 
other children. Protective services can reduce child abuse as a cause of mental 
retardation. Services to unnarried expectant mothers can assure utilization of 
proper prenatal services. 

Family and child welfare workers also are in a key position with regard to 
early casefinding, assistance with obtaining proper diagnosis and providing con- 
tinuity of planning and services consistent with the needs of the individual 
retarded child and his family. 

In spite of the efforts and potential of family and child welfare services, 
which have been cited, numbers of retarded children and their families need and 
could profit from such services not now available. Professionally skilled staff, 
new programs, and extension Of those in existence are needed. The continuing 
emphasis on community services as^a means of combating mental- retardation will 
place increasing demands on family and child welfare agencies. The need for in- 
creasing these services of the public welfare agencies is expressly emphasized 
by the report of the President's Committee on Mental Retardation, MR 68. The Edge 
o f Change . 

G. Program Aids 

The Children's Bureau has assisted in the production and circulation of films 
on mental retardation and has also operated an exchange of educational materials 
as a service to the mental retardation clinics. Since November of 1961, through 
thid exchange, well over 400 items have been distributed to each of the mental 
retardation clinics in the country. Special publications have been developed which 
have been in great demand. In addition, pertinent articles appearing in various 
professional journals have been reprinted and distributed. During the calendar year 
1968, more than 29,000 individual copies of publications were distributed in re- 
sponse to requests. A recent publication, "Selected Reading Suggestions for Parents 
of Mentally Retarded Children" has been very much in demand. Another new publica- 
tion, "Feeding the Child with a Handicap" has also been popular. 
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IXIi_ Training of Personne l 
A. Training for Health Services 

Training activities for health services in the field of mental retardation, 
assisted by Childrens Bureau funds, have encompassed cany approaches! Grants for 
fellowships; support of and participation in institutes, conferences, and other 
short-term training sessions; consultation on course curricula; arrangements for 
clinical experience in mental retardation clinics; distribution of informational 
materials to professional workers; and recently support of the university-affiliated 
centers being constructed under authority of P.L. 88-164, Title I, Part B, 

The following points up the wide range of disciplines involved in training 
activities and illustrates the variety of training approaches. 

During fiscal year 1965, the Children’s Bureau funded 27 pediatric fellow- 
ships in mental retardation; in fiscal year 1966, 39; and in fiscal year 1967, 

26 such fellowships were funded. In nursing, assistance was given in fiscal 
year 1967 and continued in 1968 to 10 university schools of nursing for their 
graduate programs in maternal and child nursing, including mental retardation; 
in these programs special attention is given to the nursing role in casefinding, 
prevention and intervention^ In addition, in both years four of these university 
schools of nursing were given grants for continuing education courses for nurses 
in mental retardation. State agencies also sponsored short-term, intensive educa- 
tional programs in mental retardation for staff nurses. The Fourth National Work- 
shop for Nurses in Mental Retardation sponsored by the Children’s Bureau, held in 
Miami in 1967, was attended by 60 nurses. 

At the University of Washington in Seattle, and at the University of 
Tennessee in Memphis, the Children's Bureau is supporting training programs for 
nutritionists in mental retardation and handicapping conditions. In the 1967-1968 
academic year, eight nutritionists were enrolled for the three -month fellowship 
at the University of Wash ington, and one for the 18 months' program leading to a 
Master's degree. In 1968 staff discussed training programs in mental retardation 
at a Symposium for Research and Therapeutic Dietitians sponsored by Walter Reed 
Hospital, Washington, D.C., and at a major session of the Annual Meeting of the 
American Dietetic Association in San Francisco. About 450 dietitians were reached 
through these two meetings. 

In the 1966-67 academic year, 45 pre-masters social work students received 
their training in 19 Children's Bureau-supported mental retardation clinics from 
20 graduate schools of social work; some of these students received stipends through 
training projects supported by the Children's Bureau. During 1967-68, 59 students 
from 19 schools of social work, received their training in 22 such clinics. 
Additional students were placed in Children's Bureau -supported programs where they 
could have experience with mental retardation cases; there were 90 students from 
18 schools of social work in improving Maternal and Child Health and Crippled 
Children's Services, with additional students placed in other Children's Bureau- 
supported projects. A small number of post-masters social work students, who are 
receiving stipends through Children's Bureau projects, received exposure to mental 
retardation in their field placements. 

Training of dentists to work with mentally retarded children was stimulated, 
as was the training of psychologists, occupational therapists and physical 
therapists. In the latter two fields, special project grants to the University 
of Florida for occupational therapy and the University of North Carolina for 
physical therapy, to enhance the preparation of therapists for service to multi- 
handicapped children, are in their third year of development. In occupational 
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therapy, grants to Boston University and the University of Southern California 
are facilitating the development of graduate programs with emphasis on evaluation 
of and programming for handicapped children including the mentally retarded, 

Turing 1968, the proceedings of two seminars for occupational therapists on 
perceptual-motor dysfunction were reprinted and widely distributed. Staff members 
in both disciplines are being added to increasing numbers of university-affiliated 
facilities to expand the training of future therapists, in an Interdisciplinary 
setting, for service to mentally retarded children and their families. 

Children’s Bureau special project funds support academic training in speech 
pathology and audiology in 5 universities, both for faculty and for stipends to 
31 students seeking an M.A. or Ph.D. degree. Another university training program 
in communicative disorders supports faculty in pediatrics and otolaryngology as 
/ well as in apdiology and speech pathology. A clinical fellowship program in 

\ pediatric-audiolbgy has been expanded from 1 to 3 universities. All these training 

programs include a rosntal retardation component. 

Medical genetics represents a new field of training which was begun In fiscal 
year 1965 and extended in subsequent fiscal years. Training programs, as part of 
the cytogenetic and biochemical laboratories, were set up for physicians and bio- 
chemists to specialize in aspects of medical genetics, particularly in cytogenetics, 
metabolic disease, and endocrinology. 

The 1965 amendments to the Social Security Act made additional provision for 
grants for training purposes to be administered by the Children’s Bureau. The 
amendments authorized appropriations for grants to be made to public or other 
nonprofit institutions of higher learning ’’for training professional personnel 
for health and related care of crippled children, particularly mentally retarded 
children and children with multiple handicaps.” The amounts appropriated for this 
program, $4 million in fiscal year 1967 and $7 million in fiscal year 1968, were 
used primarily to support training in the university-affiliated centers for 
diagnosis and treatment of the mentally retarded. For the fiscal year 1969, 

$9 million was appropriated for this program. 

The new Section 511 of the Social Security Act as amended in 1967 replaces and 
expands the training authority to include all personnel involved in providing 
health care and related services to mothers and children, with special attention 
to undergraduate training. This amount, supplemented by special project funds 
from the MCH and CC programs, was used primarily to develop and support programs 
of interdisciplinary training in 22 universities. These university-affiliated 
programs are developing a variety of training approaches for the many disciplines 
involved in caring for the retarded child. 

. B. Training for Child Welfare Services 

States are urged to provide educational leave for the training of child 
welfare staff. Grant-in-aid funds may be used for this purpose. All States have 
structures for a staff development program, including orientation, inservice 
training, and educational leave. These programs contribute to the overall in- 
crease of child welfare staff which is better able to serve the mentally retarded. 

The 1962 Amendments of the Social Security Act provided a new avenue for 
augmenting the supply of trained child welfare workers by establishing grants for 
child welfare training projects. Thia program provides grants to public and other 
nonprofit institutions of higher learning for special projects for training 
personnel in the field of child welfare, including traineeships to students. 

Training for child welfare services to the mentally retarded and their familiea 
is included in this program. 
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While facts on this program are not available for the current academic year, 
during the 1967-68 school year five projects were funded to provide social work 
field instruction units in mental retardation settings. Thirty students were 
trained in the five units. Twenty-nine students receiving child welfare trainee- 
ships through this program were also placed in mental retardation settings by 
19 schools of social work. For that academic year, also, information from schools 
of social work indicates that more than 75 child welfare-related mental retarda- 
tion agencies were providing field instruction experience for over 200 students. 

One State in cooperation with a school of social work completed a project 
for the training of foster parents of the mentally retarded during 1968. A total 
of 71 foster parents registered for this training project which was supported by 
a child welfare training grant from the Children's Bureau. Over 400 copies of 
the final report of the project were disseminated to schools of social work, 

State departments of public welfare, and other interested individuals. 



IV. Research 



The Children's Bureau Clearinghouse, which maintains an inventory of current 
research relating to children, recently revised its publication, "Research 
Relating to Mentally Retarded Children"; this is a listing of the mental retarda- 
tion studies reported to the Clearinghouse during the period 1949-1965, including 
references to published reports. 

Two research grant programs administered by the Children's Bureau can be 
used for program research assisting mentally retarded children? 

A. Child Welfare Research and Demonstration 
Grants Program 

The Child Welfare Research and Demonstration Grants Program, authorized by 
the Social Security Amendments of 1960, provides financial support for special 
research or demonstration projects in child welfare which are of regional or 
national significance, and for special demonstrations of new methods or facilities 
which show promise of substantial contribution to the advancement of child welfare. 

Since community support is vital to improvement of child welfare services, 
an Important function of several projects is to develop support through interpre- 
tation and communication of the problems that many children face, ranging from 
shattered families to mental retardation. 

Projects relating to mental retardation which have been completed include: 

(l) a demonstration to test the feasibility and value of foster home care for 
deprived mentally retarded children; (2) a demonstration, training, and service 
project designed to test the feasibility of training and using unskilled personnel r 
as aides to professional personnel in caring for retarded children in the areas of 
homemaking and child care, physical medicine and nursing care, speech therapy, 
play activity, and auxiliary maternal care; (3) a study of specialized foster 
home care for deprived mentally retarded children; and (4) a study of existing 
laws and their administration applicable to children suffering from mental dis- 
orders, including their commitment, care, and guardianship. 

A grant was made to Howard University for a project to determine how much a 
day-care program, plus parent education activities, can accomplish to offset 
intellectual and social disadvantages encountered by environmentally deprived 
children on entering public school. The research component of the project was 
carried out by the Children's Bureau. Recently, the entire project was transferred 
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to George Washington Univeraity. 

During fiacal year 1969, the Child Welfare Research and Demonstration Grants 
Program -will be supporting 8 other projecta with mental retardation elements. 

Three are day-care centers which attempt to develop techniques for supplementing 
the early experience of underprivileged children. These centers are located at 
Syracuse Univeraity, University of North Carolina, and at Cambridge, Maasachusetta. 
The latter is aponsored by the KI& Corporation, and is an attempt to evaluate 
the feasibility of combining Federal and industrial funda in such a venture. 
Another grant ia to ‘the School of Applied Social Sclencea at Case Western Reserve 
University to run a neighborhood multi-service center. One project deals with 
abused and neglected children, another with law, mental diaorders and juvenile 
processes. The last two studiea relate to work with infants and preschoolers 
who are prone to become mentally retarded with reasons other than genetic or con- 
genital factors. As the vast majority of mentally retarded children appear to 
hdve functional retardation an increased effort hss been launched to develop 
feasible programs of prevention. A study with the Family Service Association of 
Naasau County is aiding the cognitive growth and development of preschool children 
uaing a special day-care program combined with work with parents. At the Univer- 
aity of Florida a apecial study ia focusing on using child development aides who 
teach mothers how to stimulate and motivate their infants and toddlers without 
the necessity of placing them in a day-care group program. 

B. Maternal and Child Health and Crippled 
Children* s Services 

The purpose of this research grant program, authorized by the Maternal and 
Child Health and Mental Retardation Planning Amendments of 1963, is to support 
studies that show promise of making a substantial contribution to the advancement 
of health programs for mothers and children. Programs for mentally retarded 
children may be included in theae atudies. 

In the area of mental retardation, projecta have been funded which will study 
ways to improve amounts and quality of prenatal cate. These are an effort to 
reduce the occurrence of prematurity and as a means of preventing mental retarda- 
tion due to these causes. Several projects supported in various schools of 
medicine have as their objective an evaluation of methods for screening children 
for metabolic and other inherited diseases which can lead to mental retardation. 
They also seek to develop procedures for screening preschool children for 
neurological damage and psychological deviancy. 

In one project, a major atep may be achieved in alleviating the critical 
shortage of trained professional psychologist a. This project will test, in 
selected mental retardation clinics throughout the country, a plan for utilizing 
nonprofesaional peraonnel. Another major study that has been funded proposea to 
uncover every case of mental retardation in a well-defined population. The 
prevalence of mental retardation and its relation to social, economic, and demo- 
graphic characteristics of the individual and hia household will be investigated 
in the hope of uncovering etiological relationships. 

The final report of a study entitled "Medical Needs of Children in Institu- 
tions for the Mentally Retarded" makes clear that some State institutions are 
failing to provide the necessary services to meet the health and medical needa of 
the mentally retarded child. Suggestions are made to correct this long-standing 
problem using the financial resources of the State and the medical personnel in 
the local community. 

The Retarded Infants Service of New York haa completed its report entitled 
"Feasibility of Training and Using Unskilled Peraonnel as-^Aidea to Professional 
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Personnel in Caring for Retarded Children." This study ia a pioneering effort 
in uaing aides in a variety of service programs concerned with mentally retarded 
children and has vide applicability. Still another study examines intensively 
the sequelae of infanta and toddlers with congenital rubella and another study 
will follow up low birth-weight infants. 

During fiscal year 1969, the Maternal and Child Health and Crippled Children's 
Services Research Grants Program will be supporting 10 projects with mental re- 
tardation elements or components. One new study will undertake the treatment of 
serotonin deficiency in children with Down's Syndrome. 

The "Social Security Amendments of 1967" provide that after June 30, 1968, 
special emphasiB shall be given to research projects which will study need for, 
feasibility, costs and effectiveness of use of health personnel with varying 
levels of training. 



Medical Services Administration 

The Medical Services Administration (MSA) is the agency responsible for the 
administration of Title XIX of the Social Security Act. 

The Mental Health Branch, Health Services Division, MSA, has the responsi- 
bility for the mental retardation activities in conjunction with the medical 
assistance program. 

The mentally retarded who meet a State's eligibility requirements for the 
medical assistance program may receive the same benefits in terms of medical care, 
as any other recipient. The amount and scope of medical services depend on the 
individual State plan. 

The mentally retarded who are determined eligible may also benefit from the 
Social Security Amandment' of 1967, under assistance in the form of institutional 
services in Intermediate Care Facilities. 

During the fiscal year July 1, 1967, to June 30, 1968, approximately 
$30,000,000 in Federal funds was awarded to 5 States through Title XIX for payment 
of medical services and skilled nursing services provided to the mentally retar- 
ded. Those States receiving assistance were: Pennsylvania, Wisconsin, Texas, 

Kansas and Oklahoma. 



Rehabilitation Services Admin la trat Ion 



Introduction 

The Rehabilitation Services Administration is responsible for a broad range 
of programs designed both for the provision of diagnostic, treatment, and rehabili- 
tation services for the mentally retarded, and for the support of special facilities 
and activities to expand and improve national resources for serving the mentally 
retarded. These programs include the State-Federal vocational rehabilitation pro- 
gram, as well as special project grants for the expansion and innovation of 
vocational rehabilitation services; the improvement of State residential institu- 
tions and sheltered workshops for the mentally retarded; the planning and con- 
struction of rehabilitation facilities and sheltered workshops, the construction 
and staffing of specialized community facilities, and the construction of university 
affiliated facilities for the mentally retarded; and training for professional, 
supportive and technical personnel already engaged or preparing to engage in 
occupations in the care and rehabilitation of the mentally retarded. 



These diverse activities are unified by the common goal and objective of 
assisting mentally retarded individuals to achieve and maintain the maximum per- 
sonal, social, and economic competence of which they are capable. Underlying 
these activities is the continuing concern for expanding the opportunities and . 
resources available to the more severely mentally retarded. 



I. Basic and Supportive Services 
A. Vocational Rehabilitation Services 

Under the public rehabilitation program, grants are made to State vocational 
rehabilitation agencies to aaaist them in providing rehabilitation aervices to 
mentally and physically disabled Individuals who have substantial employment handi- 
caps and who can reasonably be expected to be rehabilitated into gainful employ- 
ment, Among the services provided by State vocational rehabilitation agencies are 
comprehensive medical, psychosocial and vocational evaluation; physical restora- 
tion; counseling; adjustment, pre-vocational and vocational training; maintenance 
and transportation during the rehabilitation process; placement in suitable employ- 
ment; services to families of handicapped people when such services contribute sub- 
stantially to the rehabilitation of the handicapped client; recruitment and training 
services to provide new careers for handicapped people in the field of rehabilita- 
tion and other public service areas; and follow-up services to assist handicapped 
individuals to maintain their employment. 

Of the 207,918 disabled people rehabilitated through the State-Federal program 
in fiscal year 1968, approximately 19,100 were characterised by the primary dis- 
ability of mental retardation, looking ahead, it is projected that about 26,000 
retardates will be rehabilitated through the public program in fiscal year 1969. 

There are many ways in which State vocational rehabilitation agencies have 
been organising and developing their services for the mentally retarded. Basic to 
the vocational rehabilitation effort has been the growing reliance on counselors 
and other vocational rehabilitation staff who work only with retarded clients. 

This specialized staff may be assigned to local vocational rehabilitation offices, 
schools, institutions, sheltered workshops, or other facilities serving the men- 
tally retarded. By concentrating their attention on the mentally retarded clients, 
these counselors are successfully developing rehabilitation plans based on the 
special problems of the retarded and are able to be broadly responsive to the needs 
of both the client and his family. As special vocational rehabilitation programs 
and facilities for the retarded continue to be developed and expanded, the number 
of specialized counselors within State Vocational rehabilitation agencies continue 
to increase. 

The specialized vocational rehabilitation staff working with the mentally re- 
tarded has been particularly effective in the development of cooperative vocational 
rehabilitation-school programs designed to assist the retarded young person to make 
a satisfying transition from school to work. These cooperative school programs are 
found in many communities throughout the country and have greatly strengthened both 
special education and vocational rehabilitation efforts with the mentally retarded. 
The cooperative program structure varies from State to State, and the variety of 
approaches ia extraordinary, in some States, program administration is Statewide 
and in others there are individual agreements with individual school districts. 

Some programs function only to serve the mentally retarded and others include 
youth with all kinds of disabilities. In some States, only vocational rehabilita- 
tion and special education are administratively Involved, while in others repre- 
sentation includes vocational education. 
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Moat cooperative arrangement a have brought about the development of voca- 
tionally oriented curricula within the schools. All of them, however, provide 
for a comprehensive evaluation of the retarded young person* 8 vocational rehabili- 
tation potential; the proviaion of peraonal adjuatoent and pre-vocational train- 
ing; counseling; on-the-job training and work experience; Job placement, follow- 
up and related vocational rehabilitation case oervicea. 

The number of retarded young people enrolled in cooperative vocational re- 
habilitation vork-atudy programs ia increasing ateadily as new programs are 
developed. An estimated 6,600 are enrolled in Florida; 4,180 in Texas; 3,960 in 
Georgia; and 3,300 in California. Theae cooperative programs have proven themselves 
effective in reducing the school dropout rate of retarded youngatera and have pro- 
vided a technique for continuous service to youngatera during the school years 
when they are best able to benefit from them* 

Another emphasis of State vocational rehabilitation agencies haa been the 
establishment of rehabilitation facilities, auch aa comprehensive rehabilitation 
centers, evaluation centers, occupational training centera, workshops, half-way 
houses, and other specialized facilities serving the mentally retarded. Such 
rehabilitation facilities may be established by State rehabilitation agencies, by 
the State agency in cooperation with other public agencies, or by other public or 
private agencies* j 

State vocational rehabilitation agenciea may aaaiat in the construction of 
rehabilitation facilities in a variety of ways. They may construct new buildings; 
alter, expand or renovate exiating buildings; purchase necessary equipment; and 
provide initial staffing support for a period of 4 yearB and 3 months. In some 
cases, State agenciea provide direct grants to the facilities from State appro- 
priated funds* In other casea, local facilities and vorkahops are supported by 
meana of private contributiona which may be used for Federal matching. 

The rehabilitation of the mentally retarded is a major concern of the State 
agencies and thia concern is evidenced both in programs directed specifically at 
serving the retarded and in programs in which the retarded are served in addition 
to other special groups of individuals. Projects for groups, such as Selective 
Service rejectees, welfare clients, public offenders and the economically disad- 
vantaged have demonstrated a high incidence of mental retardation and have resulted 
in considerable aervice to the mentally retarded. By participating in multi-service 
centers, concerted services projects, pilot neighborhood activities and similar 
efforts, State rehabilitation agencies are extending their services in order to 
reach and rehabilitate greater numbers of retarded persons living in both rural and 
urban poverty* 

Recent years have seen the development of many new Job opportunities for the 
mentally retarded. Under a jointly sponsored Rehabilitation Services Administra- 
tion-U.S. Civil Service Commiaaion program for Federal employment of the mentally 
retarded, for example, State vocational rehabilitation agencies have been certifying 
retardates as qualified for existing vacancies in Federal installations across the 
country since the beginning of the program. 

B. Vocational Rehabilitation Service Project Grants 

Special project grants for the innovation and expansion of vocational rehabil- 
itation servicea have also been utilized to extend and improve State rehabilitation 
agency efforts for the mentally retarded. Innovation grants provide the means for 
State agencies to develop new programs and techniques in order to adapt to changing 
needa, while expansion granta are designed apecifically to increase the number of 
people rehabilitated by the State agency. 
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Under the Innovation Program, for example, a project in Idaho has made possi- 
ble the remodeling of the vocational workshop center at the Idaho Stste School and 
Hospital for the Mentally Retarded* A project tn Maine, conducted in cooperation 
with the Manpower Development Program, is preparing mentally retarded persona for 
suitable placement. In Montana, a rehabilitation facility for both residents and 
non-res identa of the State training school has been supported. In Pennsylvania an 
evaluation unit program for the visually handicapped mentally retarded has been 
developed at a State school. 

The Expansion Grant Program has supported the growth of sheltered workshop and 
other facility resources for the mentally retarded in Alaska, Indiana, Louisiana, 
Massachusetts, Nebraska, Oregon, and Pennsylvania. An expansion project in North 
Carolina has brought special services to the mentally retarded public offender 
incarcerated within the prison system; and a project in Washington has enabled a 
sheltered workshop to expand its operation into a box manufacturing plant. 

Within an extensive program of rehabilitation facility improvement, the 
Rehabilitation Services Administration administers Workshop Improvement grants 
designed to upgrsde the services of sheltered workshops and other facilities by 
supporting such activities as the employment of additional staff, technical con- 
sultation, staff development, snd the purchase or rental of equipment. 

During fiscal year 1968, 171 Workshop Improvement Grants totaling $3,422,000 
were awarded to sheltered workshops, many of which were affiliated with local 
associations for retarded children* Workshop Improvement Grants were also awarded 
to residential institutions for the mentally retarded to improve their sheltered 
workshop programs. 

Other rehabilitation facility improvement activities are: ( 1) a program of 
technical assistance consultation by means of which contracts may be made with 
State vocational rehabilitation agencies or with other expert consultants to pro- 
vide workshops and other facilities with special consultation services; and 
(2) projects to share in the cost of providing training services for handicapped 
individuals in public or other nonprofit workshops and rehabilitation facilities. 
Federal financial participation in the Training Services grant program may assist 
in the cost of such services as training in occupational skills, work evaluation, 
work testing, provision of occupational tools and equipment necessary for training 
purposes and job tryouts. 

During fiscal year 1968, Training Services Grants totaling $6,000,000 were 
awarded to 36 workshops serving the mentally retarded as well as other disabled 
persons. 



C. Social Services within Public Welfare Agencies 

The Rehabilitation Services Administration ia also responsible for the promo- 
tion and maintenance of standards for social services provided by State and local 
public welfare agencies on behalf of disabled public assistance recipients. Such 
services are directed toward strengthening individual and family life and helping 
needy individuals attain the maximum economic and personal independence of which 
they are capable. Among the disabled clients within the Aid to the Blind and Aid 
to the Permanently and Totally Disabled Categories are an estimated 115,000 
mentally retarded adulta. 

While there are many special problems and conditions which are of concern to 
the public assistance programs, mental retardation has particular significance as 
a frequent cause of economic dependency. Many of these retarded persons cannot 
live in the community unless special protective services are provided in their 
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behalf* These social services are particularly essential when family members 
through incapacity or death can no longer provide a protective environment. 

Homemaker services, group work servicea, foster family care, group and vol- 
unteer services, and use of additional specialists, such as teachers, psychologists, 
and counselors, can make special contributiona towards meeting the needs of the 
mentally retarded. Public welfare agencies are responsible for participating with 
the total community in developing diagnostic treatment, training and employment 
services, for the mentally retarded, and for developing basic social services to 
support, encourage, and sustain the mentally retarded in areas of family and social 
functioning. 

The various State public welfare agencies may elect to provide as a minimum 
the following services! (a) thoae providing protection for the individual; 

(b) those which help the client remain in or return to the community; and (c) those 
services appropriate for self-support. Other services — to persons with poten- 
tials for self-care , to those estranged from family, and to those who are former 
and potential public assistance applicants and recipients -- may be provided In 
addition. Special programs providing homemakers, volunteers and groups services 
may also be furnished in addition to the minimum servicea. When the States elect 
to provide these services, Federal matching in the amount of 75 percent ia avail- 
able to meet such costs. About two-thirds of the States have elected to provide 
at least the minimum servicea and a further expansion of social service is being 
encouraged. 



D, Mental Retardation Hospital Improvement 

The Mental Retardation Hospital Improvement Grant Program is designed to 
assist State institutions for the mentally retarded to improve their care, treat- 
ment, and rehabilitation service. The program is specif icslly focused on the 
demonatration of improved methods of service and care, as opposed to research 
exploration or the development of new knowledge. 

Only State residential institutions for the mentally retarded are eligible 
to apply for these grants. These State institutions are defined as those resi- 
dential facilities under the administrative direction of State agencies respon- 
sible for such institutions, The maximum amount of support, including direct and 
indirect costs, that an institution can receive under this program for any one 
budget period (usually 12 montha) ia one hundred thousand dollars ($100,000). 
Individual projects are normally approved for no more than a five-year period. 
Except in unusual instances, individual projects are completed within this approved 
period. Projects are planned in response to high priority needs in relation to 
the overall institution plan and are directed toward the ultimate improvement of 
resident care throughout the institution. 

An analysis of the current Hospital Improvement projects shows that a majority 
of the projects is focused on Specialized servicea for residents who will require 
long-term care and treatment. A number of these projects involve retardates func- 
tioning at the severe and profound levels of retardation; some involve multiply 
handicapped residents; and a few are concerned with aged residents. Demonatration 
projects for these more severely retarded and dependent residents are emphasizing 
personal development by means of aelf-care training, socialization experiences, 
intensive medical diagnosis and treatment, and opportunity for improved speech. 

A number of projects have focused on special program areaa, such aa prevoca- 
tional training for adolescents, and programs of treatment, training, and social 
habilitation. Other projects provide a diversified range of improved services, 
such aa placement preparation, speech therapy, medical-physical diagnosis and 
treatment, recreation services, social- vocational habilitation diagnostic atudy 
with improved recorda and program planning and uae of the unit system, all of which 
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enhance the development of an Inatitution-consnunity continuum of servlcea* 

The Mental Retardation Hospital Improvement project grant program was initiated 
in 1964 as an extension of the Mental Health project grant program. By the end of 
1968, 91 projects in 87 State institutions for the mentally retarded had received 
awards. There are 169 eligible institutions at this time, Thia meana that approx- 
imately 52 percent of the rapidly increasing number of eligible institutions are 
included in the program. All but five States had at least one grant for an insti- 
tution for the retarded. 

Although the program has been in operation for less than five years, it is 
already clear that many of the severely and profoundly retarded residents are 
benefiting. Some are able to participate in more advanced developmental programs 
of the institution, snd others are returning to their families and communities. 

There ia evidence that the success of the patients is changing staff attitudes and 
"deinstitutionalizing" staff attitudes and behavior. For many institutions the 
projects are stimulating improved institution-community program coordination » and 
making possible a more effective use of nearby community, university and college 
resources. 

Major emphasis in this program during the next year will continue to be placed 
both on the extension of coverage to those institutions not yet involved in the 
program and on the development of long-term collaborative efforts by the staffs 
of the institutiona receiving grants, their State mental retsrdation agencies, and 
the Rehabilitation Services Administration. Such collaboration is being developed 
so that project experience in solving problems of institutional care of the men- 
tally retarded may be assessed and shared to ensure thst improved methods and 
techniques can be widely disseminated. 

The coordination of institutional programs with community service programs and 
Ststewide comprehensive planning activities remains an Important objective of the 
Mental Retardation Hoapital Improvement Program. , 

E, Community Services 

Although Coanranity Service projects are administered in the Office of Community 
Health Service of the Health Services and Mental Health Administration, Public 
Heslth Service, the Division of Mental Retardation within the Rehabilitation Ser- 
vices Administration actively stimulates such projects and encourages their sub- 
mission for competitive evalustion and support. 

High priority ia given project proposals directed to programs to individuals 
with moderate to profound intellectual impairment through special heslth services 
which could not usually be available through programs presently serving the general 
population. Grants are availsble for projects devoted to: (1) new or expanding 
existing programs to serve the mentslly retsrded and their families; (2) proposals 
designed to reflect multiple agency funding when possible; (3) proposals involving 
the utilization of disadvantaged persons in the program when appropriate; and 
(A) those involving such activities ss community-wide planning, coordination and/or 
citizen partlcipstion as well as the provision of special health-related services 
such as homemaker services, special therapeutic recreation, or information and 
referral services. 

The first area of priority ia being given to projects in tsrget cities, which 
provide unmat services to the retarded in model cities , ghettos, neighborhood 
health centers, family planning or coordinated heslth programs. 



3A 



89 



XX. Recent Legislation 

Special provisions in the 1965 Vocational Rehabilitation Amendments 
(p.L, 89-333) assisted Ststes in meeting the cost of providing vocational re- 
habilitation services to handicapped individuals in order to determine whether 
they can reasonably be expected to engage in gainful employment. In the case 
of the mentally retarded, such services may be extended over a period of 18 
months, Previously, State rehabilitation agencies were expected to determine 
after an initial diagnostic evaluation, but prior to the rendering of any aervicea, 
whether a handicapped person could reasonably be expected to become employable 
after his rehabilitation program has been completed, this provision permits 
State rehabilitation agencies to work with an increased number of more severely 
retarded clients, and provide them with extended evaluative services in order to 
determine their real potential for ultimate employment. 

Partially as a result of thie new opportunity. State rehabilitation agencies 
are better able to give special attention to developing services for retarded 
persona with multiple disabilities. Special programs for the mentally retarded 
blind, for example, are currently being explored in a number of States, 

An additional resource for aiding in the rehabilitation of the retarded is 
the authority in the Social Security Trust Funds for rehabilitation services to 
selected categories of disability beneficiaries, These supplemental funda will 
be especially helpful to State vocational rehabilitation agencies in serving the 
Disabled Children Over Age 18 group, which contains many of the more severely 
retarded with no paat record of employment • 

Under the Military Medical Benefits Amendments of 1966 (P.L, 89-614) State 
rehabilitation agencies are cooperating in the provision of rehabilitation services 
to moderately or severely mentally retarded dependents of military personnel on 
active duty, 

The 196? Vocational Rehabilitation Amendments (P.L. 90-99) provided that 
State plans for vocational rehabilitation must be amended by July 1, 1969, to 
ensure that no residence requirement will be imposed on eligible clients. This 
meana that any mentally retarded individual present in a State may be evaluated 
for vocational rehabilitation without regard to how long he may have reaided in 
that State. 

These 1967 Amendments also authorized project grants to serve disabled 
migratory agricultural workers. State rehabilitation agencies and other public 
or private nonprofit organizations will be able to obtain Federal aid to develop 
projects which provide rehabilitation services no only to the disabled migratory 
workers but also to members of hia family if such services contribute to the 
rehabilitation of the worker. Federal funds are expected to be available for 
this program in fiscal year 1970, 

In addition to broadening the scope of rehabilitation services, the 1968 
Vocational Rehabilitation Amendments (P.L. 90-391) authorize a new Vocational 
Evaluation and Work Adjustment Program to serve the disadvantaged, including the 
physically and mentally handicapped, The Amendments also authorize projects 
with industry to provide on-the-job training in work settings and eventual employ- 
ment to handicapped people. Provisions are also made to recruit and train 
handicapped individuals, including the mentally handicapped, in a wide range of 
public service employment. 
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III* Training of Personnel 
A, Training Grant Programs 

The Rehabilitation Services Administration supports a variety of training 
grant programs designed to increase both the supply and competence of professional 
and subprofessional personnel qualified to provide rehabilitative, health and 
other services to the mentally retarded. Included within the training activity 
are: (1) grants to educational institutions to employ faculty or otherwise expand 
or improve their instructional resources (teaching grants); (2) grants to educa- 
tional institutions for traineeships (stipends) to students; (3) grants to State 
residential institutions for the mentally retarded and State vocational rehabili- 
tation agencies for in-service staff training; (4) contracts with educational 
institutions and other agencies to support short-term training programs; and 
(5) grants to public and private nonprofit agencies and organizations for a 
program of student work experience and training in mental retardation. 

Under the Vocational Rehabilitation Act during fiscal year 1968 there were 
39 long-term teaching grants supported at 34 different institutions or organiza- 
tions, including 31 universities. There were also 6 short-term training grants 
during this same period. The long-term grants supported the professional educa- 
tion of specialists in social work, speech pathology, and audiology, rehabilitation 
counseling and physical therapy with 278 traineeships awarded in these areas in- 
cluding 4 traineeships awarded by the Research and Training Center at the Univer- 
sity of Oregon* Short-term courses were largely conducted by three RSA-supported 
centers for short-term training in mental retardation--University of North 
Carolina, Columbia University and California State College at los Angeles. These 
courses reached 743 students during 1968. Two additional courses involved 118 
more students. The total amount obligated by RSA in fiscal year 1968 for support 
of training of rehabilitation personnel in mental retardation was 2,037,191. It 
is estimated that the 1969 total will be about the same. 

Rehabilitation Services Administration activities in fiscal year 1969 in the 
field of professional preparation include: 

--Maintaining level of students in graduate training programs in psychology, 
social work, rehabilitation counseling, physical therapy, speech pathology and 
audiology receiving specialized training in the rehabilitation of the mentally 
retarded through supervised field work in mental retardation settings; 

--Improvement in curriculum content and teaching methods in training projects 
through support of field teachers, the development of case material and other 
teaching aides, the encouragement of research in the rehabilitation of the mentally 
retarded, and training courses dealing with the scope, nature and place of content 
on mental retardation in the curriculum. The teaching films produced by Parsons 
State Hospital, for example, should be ready for distribution and use by rehabili- 
tation personnel shortly; 

--Upgrading of personnel now serving the mentally retarded through short-term 
training courses of great variety in length, subject matter, intensity, depth and 
frequency. Included will be professional personnel in all relevant fields, 
sheltered workshop executives, floor supervisors and others in positions with 
management responsibilities; 

--Encouragement of a comprehensive, interdisciplinary approach to providing 
care and rehabilitation of the mentally retarded through training courses focused 
on interdisciplinary program planning and operation of rehabilitation services; 
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-•Stimulation of training programs for assistant or aide positions in such 
fields aa physical therapy, occupational therapy, social work and of educational 
objectives, curriculum development and preparation of teaching materials; 

--Support of training programs for volunteers in rehabilitation of the 
mentally retarded, not only for assistance to professional personnel engaged in 
services to individuals or groups, but also for lay leadership in community 
planning and program development; 

--Development of training programs to prepare executives and other management 
personnel in rehabilitation facility administration, including workshops offering 
sheltered employment, vocational evaluation or occupational adjustment services; 

--Extension and development of training in rehabilitative medicine to include 
orientation to mental retardation at the undergraduate level and at the residency 
level in physical medicine and rehabilitation. 

Based upon continuation of 1968 projects, 1969 grants made by the RSA will 
include? 

B. Multi-Disciplinary Programs 

California State College at Los Angeles; 

Columbia University, Teachers College 

Devereux Foundation 

University of North Carolina 

In addition, the SRS-supported Research and Training Centers (Mental Retarda- 
tion) receive RSA training funds for support of stipends for graduate students. 

They are the Universities of Oregon, Texas and Wisconsin. 

i 

C. Field Instruction Unites 

1. Rehabilitation Counseling 

California State College at Los Angeles 
Columbia University, Teachers College 

University of Florida j 

Michigan State University 

New York Medical College ' » 

State University of New York at Buffalo j 

Southern Illinois University 1 

Syracuse University ! 

West Virginia University 
University of Wisconsin, Madison 

2. Social Work 

Boston College 

University of California (Berkeley) j 

University of California (Los Angeles) ; 

University of Connecticut ! 

University of Denver . j 

Louisiana State University 
University of Michigan 
New York University 
Rutgers— The State University 

i 



i 

j 
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Simmons College 

University of Texas 

Tulane University 

University of Utah 

University of Washington 

University of Wisconsin (Madison) 

University of Wisconsin (Milwaukee) 

3. Speech Pathology and Audiology 

Hlchigan State University 

4. Physical Therapy 

University of Oklahoma 

5. Occupational Therapy 

Parsons State Hospital 

6. Medicine 

University of Mississippi 
University of Rochester 

7. Medical Genetics 

University of California 

8. Dentistry 

Dong Island Jewish Hospital 
Montana State Board of Health 

9. Medical Technology 

St. Mary's Junior College 
University of Wisconsin 

10. Psychology 

University of Alabama 
Memphis State University 
University of Mississippi 
University of South Carolina 

11. Nursing 

California Board of Nursing Education 
University of Tennessee 

12. Program Management 

Florida State University 

Short-term training in mental retardation is being conducted by University 
of Alabama, Boston College, California State College, Columbia University, Denver 
Board for the Mentally Retarded and Seriously Handicapped, Inc., University of 
Indiana, National Recreation and Park Association, University of Minnesota, New 
York Academy of Science, University of North Carolina, University of Southern 
California, University of Wisconsin. ' 
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The long-term multidisciplinary training programs at the University of 
Wisconsin, the University of Oregon and the University of Texas are now operating 
within Social and Rehabilitation Service Research and Training Centers. Long-term 
traineeships at these Centers are supported by Rehabilitation Services Administra- 
tion funds and 14 such traineeships were awarded by the Research and Training 
Centers in fiscal year 1968, Although the underlying content and intent of the 
multidisciplinary courses supported under the Vocational Rehabilitation Act are 
geared to vocational rehabilitation, the programs will serve many other professional 
disciplines either in their own professional grouping or in courses serving several 
professional disciplines* 

Individual traineeship grants have also been awarded to 65 post-resident, 
graduate, and post-graduate nursing students to pursue professional careers in 
mental retardation in such fields as medicine, dentistry, psychology, social work, 
nursing, recreational therapy, speech therapy, and music therapy.' 

D. Hospital Inservice Training 

The Rehabilitation Services Administration is especially concerned with im- 
proving the quality of service within institutions for the mentally retarded. 
Hospital Inservice Training grants have been designed to provide a continuing means 
for increasing the effectiveness of employees in State training schools and other 
state residential institutions for the mentally retarded. 



One hundred and nine of the eligible State residential facilities in 46 States 
and 2 territories are receiving a total of $2,182,000 through the Hospital In- 
service Training program and are translating the rapidly expanding body of knowledge 
about practices in the care of the mentally retarded into more effective services. 

Hospital inservice training has been broadly defined to include: pre-service 
training, job-related training, inservice training, continuing education, special 
training and technical training needed to introduce new methods, and training of 
personnel which will result in an improved quality of care for the mentally retarded 
residing in institutions. 

Because personnel such as attendants, houseparents , psychiatric aides, and 
others in similar personnel categories comprise the major portion of those rendering 
direct care to institutionalized retardates, the first major area of grant support 
wss extended to these personnel. Grant support is available for inservice training 
of all professional, subprofessional, and technical personnel who have direct 
responsibilities for resident care and training. 

Kv»ry State residential facility for the mentally retarded is eligible to 
participate in this program. The maximum grant to a single institution may not 
exceed $25,000 in any one year. These grants can be made for a period of up to 
seven years and are renewable. 

There are four general types of training supported by inservice training 
grants to institutions for the mentally retarded: (a) orientation and initial 
on-the-job training for employees; (b) refresher, continuation, and other special 
job-related training courses; (c) continuation training for technical and pro- 
fessional staff to keep them informed of new developments in their fields whic„ 
can be translated into more effective patient service; and (d) special instructor 
training for staff with inservice training responsibilities aimed at providing a 
cadre of personnel to continue and extend the institutional training program. 

The personnel categories Involved as trainees in these programs have been, 
in order of descending frequency, aides, attendants, charge aides, supervisors, 
registered nurses, and practical nurses. 
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The content of the training programs includes general inatruction in the 
areas of mental retardation; child growth and development; nursing care BkillB; 
patient-staff relations; human behavior; intra-staff relations; supervisory skills; 
coumunications skills; and adjunctive therapy skills* 

Consultation is given to the institutions which have received grantB to assist 
them in making the best use of training opportunities* Technical information and 
professional consultation is being provided to the remaining State institutions 
for the mentally retarded in order to enable them to qualify for similar grantB, 

E. Student Work Experience and Training 

A program of Student Work Experience and Training (SWEAT) projects provides 
students with both employment and training during summer months and other vacation 
periods, while working directly with mentally retarded children and adultB. 

The program is open to high school seniors, college, and graduate students 
and generally offers to these young people experience in all phaBeB of work with 
the mentally retarded* 

Twenty-eight projects, in which approximately 298 Btudenta are participating, 
are being supported. It is hoped that, as a result of this experience, many of 
these students will be attracted to careers in mental retardation* 



I V. Constructio n 

A. Community Facilities for the MentBlly Retarded 

The community facilities construction program authorized under Title I, 

Part C of the "Mental Retardation Facilities and Conmunity Mental Health Centers 
Construction Act of 1963" (P.L. 88-164) provides Federal grants to States to 
assist in the construction of specially designed public or other nonprofit 
facilities for the diagnosis, treatment, education, training, or custodial care 
of the mentally retarded, including sheltered workshops which are part of a 
facility providing comprehensive services. The program ia administered at the 
State level by an officially designated State agency. Participation in the 
program requires the development of a State plan for the construction of com- 
munity facilities for the mentally retarded bssed on an inventory of needed addi- 
tional services and facilities. Construction projects are approved in accordance 
with the provisions of the State plan. 

All States are participating in the program. As of December 1968, 241 projects 
have been approved. Fifty- three facilities are completed and in operation, and 100 
additional facilities are under construction. These facilities will provide care 
and treatment for approximately 27,000 additional retarded persons not now being 
served. The estimated total cost of these projects 1 b over $148 million with an 
estimated Federal share of over $48 million. 

The program is having a widespread impact on community efforts to meet the 
needs of the retarded. Public and voluntary agencies are demonstrating increased 
interest in participating in the construction program, and community leaders and 
professional personnel are combining efforts to stimulate sponsorship of needed 
facilities, Accomplishmer *s to date, however, have only slightly touched on the 
need for additional services and facilities. State plana indicate that services 
ohould be provided for about one million additional retarded individuals. 
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B. Construction of Rehabilitation Facilities 

The Vocational Rehabilitation Amendments of 1965 (P.L. 89-333) authorized s 
program for the construction of rehabilitation facilities and workshops; the con- 
struction of rehabilitation facilities and sheltered workshops; and initial 
staffing support for newly constructed rehabilitation facilities and workshops. 
Special provisions are made to permit the inclusion of residential facilities 
within projects for the construction of workshops for the mentally retarded. 

State Planning grants for workshops and rehabilitation facilities encompass: 

(1) the development of State Workshop and Rehabilitation Facilities Plan; and 

(2) construction, utilization, development, and improvement of workshops and 
rehabilitation facilities. 

Project Development grants pay part of the cost of organized, identifiable 
activities necessary for the planning and development of specific local construc- 
tion projects for rehabilitation facilities or workshops. These projects are 
oriented particularly towards assisting local citizens groups with limited finan- 
cial resources to engage consultants and secure other types of help to develop 
a sound project proposal. 

During fiscal year 1968, 38 Project Development Grants, having a national 
average of $7,000, were made to applicants planning a specific construction 
project providing services to the mentally retarded. 

Construction grants assist in the costs of the new construction of rehabili- 
tation facilities and workshops; the acquisition, expansion and alteration of 
existing facility and workshop buildings; initial equipment for the completed 
projects. 

Twenty-seven construction grants totaling about $3,000,000 were awarded 
during fiscal year 1968. These projects were for the construction of workshops, 
and comprehensive rehabilitation centers, and one was for the construction of a 
comprehensive speech and hearing rehabilitation center* Most of these projects 
are multidisability in nature and serve the mentally retarded as well as other 
disability groups. Workshops serving the retarded were constructed in Lebanon, 
Pennsylvania, and Casper, Wyoming. 

C. University-Affiliated Facilities for the Mentally 
Retarded 

The University-Affiliated Facilities for the Mentally Retarded program assists 
universities or affiliated facilities for the mentally retarded in the construction 
of special clinical facilities capable of demonstrating exemplary care , treatment, 
education and habilitation of the mentally retarded. In University-Affiliated 
Clinical facilities comprehensive services are provided; specialized personnel are 
trained; or new techniques of specialized service are demonstrated. 

The primary purpose of this program is to provide facilities for the clinical 
training of physicians and other professional and technical personnel in the field 
of mental retardation. Among the professional disciplines represented in these 
facilities are medical personnel, dentists, nurses, speech and hearing therapists, 
nutritionists, physical therapists, occupational therapists, rehabilitation 
specialists, special educators, psychologists, social workers , recreational 
specialists and chaplains. Each facility is encouraged to conduct a comprehensive 
multidisciplinary training program so that each discipline involved. in the care 
and rehabilitation of the mentally retarded may be fully familiar with the contri- 
butions of the other disciplines. 

The Mental Retardation Amendments of 1967 (P.L. 90-170) extended the univer- 
sity-affiliated construction program until June 1970. The present law was also 
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Funding of new projects terminated in the spring of 1968; however, some 
projects were extended through December 1968. Indications ars that in a majority 
of the States these planning and implementation activities are continuing and will 
continue under State sponsorship on a permanent basis, thus providing conformity 
and assuring coordinated services to the mentally retarded. Consultation from 
the Federal level will also continue, including analysis of data coming out of the 
planning and implementation projects. 



The Vocational Rehabilitation Amendments of 1965 authorized a program of 
grants to States to plan for the orderly development of comprehensive vocational 
rehabilitation services, including services provided by private, nonprofit 
agencies. These plans, which will involve careful consideration of the rehabili- 
tation needs of the mentally retarded have the objectives of making vocational 
rehabilitation services available by 1975 to all handicapped individuals who need 
them. Fifty-two comprehensive Statewide planning projects are now being under- 
taken by State vocational rehabilitation agencies and other designated agencies 
throughout the country. Upon completion of this special grant program, States 
will be conducting continuing Statewide studies of the needs of the handicapped 
and how these needs may be most effectively met. 

State Planning Grants for Workshops and Rehabilitation Facilities provide 
for the coordinated and orderly development of the total State-Federal facilities 
effort. Initial State Workshops and Rehabilitation Facility Plans have been com- 
pleted in the 49 States receiving grants. These States received continuation 
grants for a second year during which the plans are being updated and refined. 

Upon completion of the continuation grants in June 1968, this program will become 
a part of the State vocational rehabilitation agency operation, thus assuring a 
permanent program in each State agency for assessing needs and evaluating 
activities for establishment, construction, utilization, development, and improve- 
ment of workshops and rehabilitation facilities. 



Since September 1968, the special mental retardation review, abstracting and 
information activity has been operated as part of the Social and Rehabilitation 
Service. In previous years this service was a part of the National Clearinghouse 
for Mental Health Information. Because knowledge about mental retardation comes 
from many scientific disciplines and professions, this service will improve both 
research and practice and thus have a decided effect on the prevention and treat- 
ment of mental retardation. 

To maintain this service, the Social and Rehabilitation Service under contract 
with the American Association on Mental Deficiency, collects current literature 
on mental retardation, write a informative abstracts, indexes the literature in 
depth, compiles annotated bibliographies on special topics, and prepares critical 
reviews. In 1964, a total of 9,300 current articles, books and monographs have 
been collected, abstracted, and indexed. To provide a more extensive coverage of 
information for retrieval purposes, an additional 3,500 indexed abstracts of 
documents published from 1957 through 1963 were added to this system. 

Special annotated bibliographies have been prepared on: (1) Programmed 
Instruction with the Retarded; (2) Literature for Parents; (3) Application on 
the Stanfoxd-Binet and Wechsler Intelligence Scales with the Mentally Retarded; 

(4) Nuraing and Mental Retardation; (5) Family Care and Adoption of Retarded 
Children; (6) Psychotherapy with the Mentally Retarded; (7) Recreation for the 
Retarded; (8) Counseling Parents of the Mentally Retarded; (9) Sheltered Work- 
shops for the Mentally Retarded; (lO)Films on Mental Retardation; 
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(11) Psych opharmacologic al Therapy with the Mentally Retarded; (12) Electroen- 
cephalograph ic Studies Relating to Mental Retardation; (13) Hydrocephalus; 

(14) Mental Retardation and Religion; (15) A Selected List of Teaching Materials 
Regarding Mental Retardation for Faculty of Schools of Social Work; (16) Archi- 
tectural Planning for the Mentally Retarded to Remove Barriers and Facilitate 
Programming; (17) Inservice Training in Institutions for the Mentally Retarded. 

Review articles and critiques have been prepared on: (1) Mental Retardation: 
Definition, Classification, and Prevalence; (2) Research on Linquistic Problems 
of the Mentally Retarded; (3) Attendant Personnel: Their Selection, Training, and 
Role; (4) Research on Personality Disorders and Characteristics^ of the Mentally 
Retarded; (5) Effects of Severely Mentally Retarded Children on Family Relation- 
ships; (6) Factor Analysis and Structure of Intellect applied to Mental 
Retardation; (7) Counseling Parents of the Mentally Retarded; (8) Genetic Aspects 
of Mental Retardation; (9) Instrumental Learning in Mental Retardates; (10) Voca- 
tional Rehabilitation of the Mentally Retarded: The Sheltered Workshop; (11) Rela- 
tionships between Educational Programs for the Mentally Retarded and the 
Culturally Deprived; (12) A Decade of Research on the Education of the Mentally 
Retarded; (13) Application of Operant Conditioning Techniques to Institutionalized 
Severely and Profoundly Retarded Children; (14) Adaptive Behavior: A New Dimension 
in the Classification of the Mentally Retarded* 

The abstracts, annotated bibliographies, aivl reviews appear in the quarterly 
journal Mental Retardation Abstracts , which is distributed gratis to approximately 
6,000 individuals engaged In research and practice in mental retardation and is 
also for sale by the Superintendent of Documents. 

B* Films and Publications 

The Rehabilitation Services Adminiatvation continues to distribute a 
documentary, film, "Handle with Care’," stressing the value of a fixed community 
point of referral upon which the families of the mentally retarded can depend 
for continuing lifetime guidance and assistance in obtaining appropriate services. 
The film has been placed in State health departments and medical school film 
libraries for wider distribution. 

A second film, "Teaching the Mentally Retarded--A Positive Approach," a 
documentary dealing with behavior rhaping, was placed in circulation during 1967. 
It is aimed at child-care workers and attendants as well as students who are 
preparing to work with the mentally retarded. 

A third film was produced in 1968. This film "A Way Out of the Wilderness" 
depicts care, treatment, and training activities in a private institution and a 
large State institution for the mentally retarded. The film was developed to 
sharpen the awareness of the general public to today's problems and promises in 
institutional care for the retarded. 

A package of training materials for parents of retarded children and per- 
sonnel in residential and day facilities for the retarded provides information on 
training mentally retarded children in feeding akilla and toilet use. The 
materials which include filmstrips, records, a discussion guide and pamphlets 
provide helpful directions for both individual and group training in these two 
basic skills which are a major step toward self-care and increased independence. 

The packages of training materials "Growing Up at the Table" (individual 
and group) and "Diapers Away" (individual and group) are available on a free short 
term lean basis from: 



National Medical Audiovisual Center (Annex) 
Chamblee, Georgia 30005' 



Numerous publications have been prepared and placed in circulation. One in 
particular, "A Modem Plan for Modem Services,” states the basic philosophy of 
the Division of Mental Retardation in 6 major points. Briefly stated, these points 
emphasize: (1) utilization of generic community agencies in lieu of establishing 
specialized services; (2) provision of baste training in mental retardation for 
every category of service personnel; (3) definition for utilization of specialized 
services and agencies; (4) placement of a cental retardation specialist in every 
generic agency; (5) development of standards for service and training; and 
(6) coordination within the consnunity. 

Two other publications are worthy of note: (1) Opportunity: Help fo r the 
Mentally Retarded, provides a brief description of rehabilitation services 
available to the retarded, eligibility requirements and a list of the State 
rehabilitation agencies where further information may be acquired; (2) A Menta l 
Retardation Film List , sponsored by the Division of Mental Retardation provides 
a list of films of interest to both professional and to the general public. 

Brief descriptions of each film and the sources from which each may be borrowed, 
rented and/or purchased are included in the pamphlet. 
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SOCIAL SECURITY ADMINISTRATION 

The social security program today is the basic method in the United States of 
assuring income to individuals and families who Buffer a loss of earnings when 
workers retire, becane disabled, or die and, since July 1, 1966 , health insur- 
ance protection to persons 65 and over. 

Economic Impact 

Under social security's “Childhood Disability" provisions, lifetime monthly 
payments can be made to a person age 18 or over who has been disabled by mental 
retardation — or other impairments— since childhood. In many cases, the monthly 
benefits enable the retarded childhood disability beneficiary to be cared for 
at home instead of in an institution. Furthermore, as more and more retarded 
people outlive their parents, the program offers reassurance to fathers and 
mothers who know that financial help for their disabled child will be forth- 
coming even after their death. (About half of the childhood disability benefi- 
ciaries are over 35 and 2 5 percent of them are over 45.) 

The problem of mental deficiency is a major factor in more than 65 percent of 
the beneficiary groups having disabilities which began in childhood. It is 
the primary diagnosis in about half of this group. In fiscal year 1968 an 
estimated 153,000 adult mentally retarded beneficiaries received $107 ,900,000 
in social security benefits . The number of mentally retarded children under 
age 18 who receive payments as dependents of retired, disabled, or deceased 
workers is unknown, since their benefits are payable regardless of disability. 

If the parents are dead, a relative who has demonstrated a continuing interest 
in the beneficiary's welfare, a welfare agency, or a legal guardian may be 
chosen as representative payee to handle the benefit funds and plan for using 
them in behalf of the beneficiary. A representative payee receives social 
security benefits in trust for the beneficiary and, as a trustee, is held 
accountable for the way in which he uses the benefits. 

Health insurance benefits under the social security law are available to any 
individual, including a mentally retarded individual who is 65 or over and who 
meets certain necessary conditions. Therefore, a mentally retarded individual ’ 
65 years of age who has contracted an illness or suffered an injury is, like 
any other person in this age group, protected under the health insurance program. 
However, the health insurance for the aged program specifically prohibits reim- 
bursement under the law for expenses incurred for personal care designed 
primarily to aid an individual in meeting the activities of daily living and 
which do not require the continuing attention of trained medical or paramedical 
personnel. Therefore, an aged mentally retarded person whose only deficiency 
is mental retardation requiring general institutional care, e.g., vocational 
training, help in the activities of daily living, and so forth would not be 
receiving the type of care covered under the Medicare program. 

Activities and Achievements 

All district offfices of the Social Security Administration maintain a referral 
service to other programs and services of both public and private agencies and 
organizations. Giving information about these programs and agencies is an 
essential part of the Social Security Administration ' s service to the public. 

The service is provided to beneficiaries as well as to non-beneficiaries and 
applicants who inquire about services not provided by the QASDHI program. 

Disabled persons applying for disability benefits under social security are 
promptly referred to the Rehabilitation Services Administration to the end that 
the maximum number may be rehabilitated into productive activity or to a level 
of self-care. The information and referral service is currently under study to 
determine what changes are indicated to. make the program more responsive to tile 
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needs of people and the multiplicity of problems they bring to district offices* 

SSA has participated in the employment of the mentally retarded since the 
inception of the employment program in 1964. Experience has demonstrated 
conclusively that the retardate can perform excellent work in basically routine 
positions when placement is carefully selected or the job re-engineered to the 
level or degree of his handicap. In SSA, retardates are successfully performing 
in such positions as mail and file clerk, messenger, printing machine operator, 
and xerox machine operator. 

After success on a pilot project, placements have beep greatly increased in the 
last year at SSA headquarters and payment centers by utilizing retardates in 
the operation of card reader machines which control the location of claims 
folders. Retardates are performing in a highly successful manner and many have 
been promoted to a grade GS-2. One has performed so well in the Division of 
Personnel at headquarters, that the Maryland state Division of Vocational 
Rehabilitation has certified her capable for promotion to a grade GS-3 position. 

A significant development at the Baltimore headquarters complex was the 
establishment of a training seminar, in cooperation with special lets from the 
Maryland State Division of Vocational Rehabilitation, for supervisors of 
retardate program employees. 

As of September 30» 1968, a total of 126 retardates were on duty as follows: 

32 in central headquarters offices, 48 in payment centers, and 46 in district 
offices. 

In the erea of public information, a number of steps were taken during fiscal 
year 1968 to publicize the childhood disability provisions of the social 
security program. AH the materials produced emphasized early filing and the 
high incidence of mental retardation among childhood disability beneficiaries. 
Major activities included: 

1. Articles were carried by mojiy national medical and health publications, 
including KNCW Your World (Teacher’s Edition, read by special education 
teachers). Medical WorId~News , Physician’s Management , Rehabilitation 
Literature , American Association of Industrial Nurses" Journal , Resident 
Physic ian7 and The New Physician . 

2. The American Academy of Pediatrics distributed a leaflet, "Special Social 
Security Benefits for Persons Disabled in Childhood," to its 8000 members. 

The leaflet urges physicians to refer patients who may be eligible for 
benefits to social security. 

3. A release was sent to the National Association for Retarded Children for 
distribution to its 1150 State and local components. Following this, in 
November 1967, a member of BDl's top staff addressed the annual convention 
of the NABC. 

An exhibit, ’’Childhood Disability and Social Security," had its premier showing 
at the convention of the American Orthopsychiatric Association in Washington, 
D.C., in March 1967* Since then it has been shown at numerous meetings of 
national organizations and medical groups interested in the handicapped. In 
the very near future it will be revised to update statistics on the number of 
mentally retarded childhood disability beneficiaries and the percentage of 
childhood disability beneficiaries for whan mental retardation is the primary 
diagnosis. 

A 20-minute film on mental retardation, "Where There Is Hope," will be released 
by the Social Security Administration about February 1969 in both 35mm and l6nm 
color for theatrical and general Bhowing. Early sequences in the film deal 
with diagnosis and therapy at the John-P. Kennedy Institute in Baltimoro. 
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These are followed by scenes filmed at a sheltered workshop in Washington, D.C.j 
showing the activity of teenagers and older people, and finally scenes showing 
rehabilitation services for a 21-year old girl just completing a trial work 
period in Greensboro, North Carolina. The film tells of the social security 
benefits available for the adult disabled child. A l4^-minute version is now 
in use as part of the "Social Security in America" series being shown in 184 
television stations throughout the country. 

The Social Security Administration has developed a pamphlet entitled, "Social 
Security: What It Means For The Parents Of A Mentally Retarded Child." This 

pamphlet describes the conditions under which a mentally retarded child may be 
eligible for social security benefits. It is available in both English and 
Spanish. The present edition includes information about the 1967 amendments. 
About a half million of these pamphlets have been distributed in recent months. 

The Social Security Administration conducted a nationwide survey in the fall of 
1967 which will supply basic information about institutionalized adults, 
including the mentally retarded in institutional care. The 196? surveys of 
institutionalized adults examined the socio-economic characteristics of 
mentally retarded persons (as well as other disabled persons) over age 18 in 
institutions such as hemes and schools for the mentally or physically handi- 
capped, mental hospitals, chronic diseases and other long-term hospitals. 

This survey focused on the types of care they received, the cost of care, and 
sources of payment, the economic resources of the patient and his family, and * 
his family relationships. 

The 1966 survey of disabled adults (non- institutionalized) will also provide a 
wide range of data on financial, medical, and family arrangements of disabled 
adults who are mentally retarded. . t 



Obligations for Mental Retardation Programs by Agency Designation 
Fiscal Years I968-I97O 
(In Thousands of Dollars) . 



Social Security Administration 


1968 


1969 


1970 


Estimated benefits from the tru3t funds... 


107,900 


131,300 


141,700 


Trust fund obligations incurred to 

adjudicate claims from beneficiaries..,. 


1,900 


2,400 


2,600 


Total-Social Security Administration 


109,800 


133,700 


144,300 
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3/ Shown as non-add items since they were derived from funds available to other agencies for mental retardation activities 
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Mr. Black. The Department lias responded to the needs of the 
retarded through a broad range of approaches which include pre- 
ventive services, training of personnel, facility construction, research, 
education, and other supportive services. 

The estimated budget requested for 1970 includes $585,169,000 for 
mentally retarded persons and for prevention of mental retardation 
with the following breakdown : 

Services, research, education, and rehabilitation $305, 809, 000 



Income maintenance: 

SRS 75,000,000 

SSA — 144,300,000 



Total, income maintenance 219,300,000 



Total 585,109,000 

This estimated total of $585 million for 1970 is more than $77 mil- 
lion above the comparable ligure for 1969. And the bulk of that in- 
crease — approximately $56 million — is for services and grants. 

I would like to give you just a very brief idea of what types of 
activities re covered. 

SenatcJ* Kennedy. May I ask for some further information here? 
In your cestimony, you state that the estimated budget request for 1970 
includes $585 million for mentally retarded persons and for prevention 
of mental retardation, followed by a breakdown into two categories. 
Do the figures you break down there include other services to other 
individuals who have other alllictions ? 

You do not want to represent that that $585 million is just for the 
mentally retarded, do you ? 

Mr. Black. Yes, Senator, we do. Particularly on services, research, 
education, rehabilitation, the figures that we will present for the rec- 
ord here in this report arc broken down to try to show the expendi- 
tures for the retarded alone. These are parts of larger programs. But 
in all cases I believe it is accurate to say that the figures which we are 
using represent the best judgment that our people can make on the 
amount of these funds that are going specifically to the retarded. 

Senator Kennedy. I would like to get some additional breakdown 
of those figures. 

Mr. Black. There is a more complete breakdown, Senator, in the 
complete report. 

Senator Kennedy. Oil the item of $585 million ? 

Mr. Black. Yes, sir. It shows how these funds are spent by the 
various agencies in our Department. The report, itself, as you can see 
here, is a very voluminous report, which takes up our effort agency by 
agency, and shows what is being done in the area of research, train- 
ing, direct services and others. 

We do, as I indicated, want to put the complete report in the record. 
If there are questions after you have had an opportunity to study it, 
we will be glad to provide details on that. 

Senator Kennedy. All right. It will be made part of the record. 

(The information follows:) 
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TJ.S. Department of Health, Education, and Welfare 
Obligations for Mental Retardation Programs, by Activity Designation, 
Fiscal Years 1969-70 

HEALTH SERVICES AND MENTAL HEALTH ADMINISTRATION 
itn thousands of dollars] 



1970 (estimated) 

1969 1970 

estimated January Revised budget 

Activity budget budget decrease 



Services to or for the mentally retarded: Comprehensive health 
planning and services 


1,738 


0 


0 .... 




Training: 

Mental health research and services 

Comprehensive health planning and services 


951 

1,737 


870 

0 


842 
0 ... 


-28 


Total, training 


2,688 


870 


842 


—28 


Research: 

Mental health research and services 

St. Elizabeths Hospital 

National health statistics 


600 

24 

6 


600 

25 

0 


600 .... 
25 .... 
0 .... 




Total, research 

Other: Mental health research and services (abstracts) 


630 

52 


625 

0 


625 ... 
0 ... 




Total, Health Services and Mental Health Administration... 


5,108 


1,495 


1,467 


-28 


SOCIAL SECURITY ADMINISTRATION 


Income maintenance: 

Estimated benefit payments from trust funds 

Trust fund obligations incurred to adjudicate claims of bene- 
ficiaries : 


131,300 

2,400 


141,700 

2,600 


141,700 ... 
2,600 ... 





Total, Social Security Administration 


133,700 


144,300 


144,300 


None 


NATIONAL INSTITUTES OF HEALTH 


Training: 

Neurology and stroke activities 

Child health and human development 


10,000 
3, 066 


9,630 

2,819 


1 9,000 
2,754 


-630 

-65 


Total, training 


13,066 


12,449 


11,754 


-695 


Research: 

Neurology and stoke activities 

Child health and human development..... 


X1.9S0 

12,542 


11,970 
* 13,667 


11,153 

12,646 


-817 

-1,021 


Total, research . 

Construction: Grants for health research facilities 


24,492 

0 


25,637 

0 


23,799 

0 ... 


-1,838 


Total, National Institutes of Health 


37, 558 


38,086 


35,553 


-2, 533 




- 4 ! O 



38-191 0—70 8 
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SOCIAL AND REHABILITATION SERVICE 



Activity 



1969 * 
estimated 



1970 (estimated) 



40,860 

124 

450 

3,700 



Training of professional and supportive personnel: 

Vocational Rehabilitation 

Maternal and child health and welfare: 

Training for health and related care of mothers and children 

(sec. 511, formerly sec. 516) 

Child welfare training 

Maternal and child health services 

Crippled children's services 

Total, maternal and child health and welfare. 

Mental Retardation: 

Hospital Inservice training grants 

Rehabilitation services projects (VR act, sec. 4) 

Total, mental retardation 

Total, training 

Research: 

Vocational rehabilitation: 

Research and demonstration projects 

Special rehabilitation research and training centers 

Research and training (special foreign currency program). 

Total, vocational rehabilitation 

Maternal and child health and welfare: 

Research in maternal and child health services and 

crippled children’s services 

Child welfare research and demonstration 

Maternal and child health and welfare 

Crippled children's services 

Total, maternal and child health and welfare 

Mental retardation: Health services activities (PHS Act) 

Total, research 

Construction: 

Mental retardation: 

University-affiliated facilities 

Community facilities 

Total, mental retardation 

Rehabilitation facilities and construction grants 

Total construction 

Income maintenance: Public assistance: 2 Grants to States 



January 

budget 



Revised 

budget 



Services to or for the mentally retarded: 

Vocational rehabilitation: 

Grants to States 

Innovation grants 

Expansion grants 

Facility improvement grants 

Total, vocational rehabilitation 

Mental retardation: 

Staffing grants: 

New grants 

Continuations 

Hospital improvement grants 

Rehabilitation service projects (VR act, sec. 4). 

Total, menial retardation 

Medical assistance (title XIX) 3 

Maternal and child health and welfare: 

Maternal and child health services 

Crippled children's services 

Total, maternal and child health welfare 



61,760 
124 
450 
3, 900 



55,584 
124 . 
450 . 
3,900 



1970 

budget 

decrease 



— 6,176 



45,134 


66,234 


60,058 


— 6,176 


8,358 


4, 895 


4,895 .. 




0 


7,105 


7,105 .. 




6,790 


6,790 


6,790 .. 




0 


2, OOD 


2,000 










15,148 


20,790 


20,790 .. 




75,000 


100,000 


90,000 


— i 0,000 


6,988 


6,988 


6,988 .. 




6, 002 


6, 002 


6,002 




12,990 


12,990 


12,900 .. 




148,272 


200,014 


183, 838 


— 16, 176 


1,760 


9, 760 


1,500 


—260 


9, 000 


11,200 


9, ODD 


-2,200 


100 


100 


100 .. 




2,767 


2,767 


2,767 .. 




2,998 


2,998 


2,998 .. 




14,865 


17, 065 


14,865 


-2,200 


2, 182 


2,182 


2,182 .. 




0 


2,500 


2,500 .. 




2,182 


4, 682 


4,682 .. 




18,807 


23, 507 


21,047 


-2,460 


1,359 


1,385 


1,385 .. 




950 


950 


950 .. 




600 


700 


500 


-200 


2,909 


3,035 


2,835 


-200 


2, 000 


2,000 


2,000 .. 


. 


1,300 


1,200 


1,200 .. 




0 


0 


0 .. 




0 


0 


0 .. 




3,300 


3,200 


3,200 .. 




126 


126 


126 .. 




6,335 


6,361 


6,161 


— 200 


9,100 


0 


0 .. 




18,013 


*13,531 


13,531 .. 




27,113 


13, 531 


13,531 .. 




828 


472 


100 


— 372 


27,941 


14,003 


13,631 


—372 


65, ODD 


75, ODD 


75,000 .. 





o 
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OFFICE OF EDUCATION 



1970 (estimated) 

1969 1970 

estimated January Revised budget 

Activity budget budget decrease 



Services to or for the mentally retarded .* 

Elementary and secondary education activities (ESEA): 

Title L 

Title III 

Title VI* 

Vocational education activities, Vocational Education Act 

(pt. B) 

Early education of the handicapped 



32,000 


35,000 


35,000 


5,218 


5,438 


3,647 


15,555 


16,000 


16, 000 


0 


11,500 


11,500 


445 


1,500 


1* 500 



Total, services to or for the mentally retarded 53,218 69,438 67,647 



Training: 

Educationallmprovement for the handicapped 10,000 10, 000 10,000 

Educational professions development 129 150 150 



Total, training 10,129 10,150 10,150 



Research*. 

Cooperative Research Act, Public Law 85-531 (as amended). 25 20 20 

National Defense Education Act (title VII) 0 0 0 

Vocational education activities, Public Law 88-120 0 0 0 

Educational improvement for the handicapped 1,200 2,100 2,100 



Total, research 1,225 2,120 2,120 



?r: 

Libraries Services and Construction Act (title IV) 15 15 15 

University Community Services Public Law 89-329 (title I)... 75 75 75 

Total, other 90 90 90 

Total, Office of Education 64,662 81,798 80,007 



—1,791 



—1,791 



-1,791 



Total funds including both services and income maintenance 

Total decrease services and grants 

Total decrease income maintenance 

Total decrease all funds 



5561, 004 
-23,560 
None 
-23,560 



* Includes both mental retardation grants in other programs relevant to mental retardation. 

J These expenditures are based on present experience with 6 States claiming an average of approximately 55.000,000 
per State for a full year for tbe care of the retarded in State institutions. 15 States for 1969 and 20 States lor 1970 are 
estimated In the amounts shown. There is presently no method available for estimating title XIX payments for the care of 
the retarded outside of State institutions. 

s Exact information is not available on the costs dive to mentally retarded people who are receiving public assistance 
because data secured does not single out this one cause as a factor of disability or dependency. However, it is known that 
mental retardation Is an important cause of disability for those receiving aid to the permanently and totally disabled 
under the Federat'State public assistance program. The amounts shown here are estimates based on constant percentage 
of total payments under this part of the program. 

* Includes 50 percent of funds appropriated for title VI, ESEA? specific estimates of obligations for mental retardation 
activities are unobtainable. 

Mr. Black. Returning to the description of our activities, preventive 
services are those rendered as a part of programs designed to reduce 
the incidence of mental retardation. 

The major activities in this area are carried on under the maternal 
and child health programs authorized by the Social Security Act 
and the preventive services programs under the Public Health Service 
Aet. 

Research provides our hope for the future in mental retardation, 
through prevention and early treatment. In 1970 and 1971, the avail- 
ability of the Rubella vaccine, which HEW supported through re- 
search, vaccine production and wide dissemination, should prevent 
repetition of the tragedy of the 1964 Rubella epidemic when an esti- 
mated 9,000 babies were born retarded. 

Basic nutritional research has revealed the harmful effects of mal- 
nutrition on the physical and behavioral development of children 
and should provide future guidance in diet supplementation for both 
mothers and children as a further means of prevention. 
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The Department is also expanding and improving its programs 
of family planning research and services, since both the spacing of 
children and the number of pregnancies can affect the incidence of 
mental retardation. 

State health departments, crippled children’s agencies, and State 
welfare agencies use funds provided under the Social Security Act 
for activities designed to: increase the health and welfare services 
available to the retarded ; enlarge existing mental retardation clinics 
by adding clinic staff; increase the number of clinics; begin evalua- 
tions of children in institutions ; extend screening programs ; provide 
treatment services for physically handicapped retarded youngsters ; 
increase inservice training opportunities; and provide homemaker 
and other care services for the mentally retarded. 

The mentally retarded receive a variety of services under our voca- 
tional rehabilitation programs in the form of medical diagnosis, 
physical restoration, counseling and testing during the rehabilitation 
processj assistance in job placement and followup to insure successful 
rehabilitation. 

Training programs form an integral part of most of the mental 
retardation programs of the Department. These programs include 
support of professional preparation in the following areas : research 
training in the basic and clinical biological, medical, and behavioral 
sciences; training of professional personnel for the provision of 
health; social and rehabilitative services for the mentally retarded; 
inservice training of workers in institutions for the mentally retarded ; 
training of teachers and other education personnel to provide educa- 
tion for mentally retarded children ; and training of personnel in rec- 
reation and physical education activities for the mentally retarded and 
other handicapped children . 

It is against this background of activities in the Department, Mr. 
Chairman, that I now want to return to the question of extending and 
amending the particular legislation now before this committee. And 
we must begin, I think, by looking at certain economic considerations. 

The first of these is that even now the programs conducted under 
this act are funded at substantially less than the authorized level. 

Authorizations for fiscal year 1969 were $60 million, while appro- 
priations were $29.5 million. For the present fiscal year, the authoriza- 
tions total $84 million. The administration has requested $20 million, 
and the House appropriated $24 million. 

I might point out here that that administration request of $20 mil- 
lion this year is approximately the same as the administration request 
of the previous year, which was $20,900,000. 

It must be constantly remembered, however, that the total Federal 
effort is not to be measured by these figures but by the $366 million 
committed to training, research, and services for the mentally re- 
tarded— of which the funds spent under this one program are only 
a fraction. 

Second, I want to say in all candor that in our opinion, substantial 
new sums of money are not likely to be available for this program, 
among many others, in the immediate future because of the budgetary 
constraints necessitated by the urgency of stemming inflation. . 

This administration is firmly committed to control of this inflation- 
ary situation by using all tools at its disposal, including strict control 
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of governmental expenditures. Under such constraints, the require- 
ment that we choose our priorities among a host of desirable programs 
becomes ever greater. 

The administration, therefore, has considered legislation for exten- 
sion of the mental retardation program in the context not only of the 
needs of the program itself but also the larger administration legisla- 
tive program and fiscal policies. 

In this context, we believe that to hold out the hope of vast increases 
in expenditures for this portion of the program would raist false ex- 
pectations. 

Furthermore, Mr. Chairman, one of the major goals of this admin- 
istration is to consolidate and simplify Federal grant programs. 

It should be obvious from the earlier summary of HEW programs 
in the area of mental retardation that we want to undertake a broad 
gage review of all these programs before committing this administra- 
tion and the American taxpayers to vast new expenditures in any in- 
dividual program on a piecemeal basis. 

A basic point I would like to make, Mr. Chairman, is that the 
administration is committed not only to the continuation of mental 
retardation programs and services but to strengthening the quality 
of the projects funded and to prevention of mental retardation 
wherever possible. 

We will move ahead as fast as fiscal constraints will permit, but 
inevitably these constraints force choices among alternatives. 

In these circumstances, therefore, we believe it is desirable to amend 
the Mental Retardation Facilities Construction Act in ways that 
would simplify it through consolidation, make it more flexible, and 
encourage the use of available resources where they will be most 
effective. 

With these objectives in mind, Mr. Chairman, we have some serious 
reservations about S. 2846, which was introduced by members of this 
committee. 

It does embody some principles with which we are in accord. 
Although it contains at least two programs, it moves significantly in 
the direction of unified grants, a direction with which we agree and are 
proposing to you today. 

The bill also places substantial responsibility on the States, some- 
thing to which this administration subscribes, although the cumulative 
effect of the rather detailed State plan requirements considerably 
limits the exercise of responsibility that the bill would appear to give 
to the States. 

If funds of the magnitude authorized in the bill were likely to be 
made available, we perhaps could reconcile oui’ differences on other 
points. However, with present fiscal constraints, we must, think in 
terms of funding near present levels — not a severalfold increase — for 
the foreseeable future. 

At these levels, we do not believe that the machinery provided by the 
bill can be relied on to get available dollars to the places, for the 
purposes and at the times that they are most needed. 

Regardless of budgetary considerations, the concept of develop- 
mental disability in the bill gives us concern. Unlike the present focus 
on mental retardation and associated neurological conditions in exist- 
ing law, S. 2846 would apparently cover any chronic defect or condi- 
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tion. Many of these are now the subject of other programs — crippled 
children’s services, vocational rehabilitation, and so forth. 

Apart from the problems of overlap and duplication, we are not 
convinced that enough has yet been done in the field of mental retarda- 
tion to warrant taking the central focus off mental retardation and 
closely associated conditions in this particular legislation. 

As for the problems of duplicating and overlapping authorities to 
which I just referred, they are serious, indeed because the scope of title 
I of S. 2846 is far broader than the program it replaces. 

As defined, a “developmen tally disabled” person could include vir- 
tually all seriously emotionally disturbed children and a great number 
of mentally ill adults whose disorders can be said to have originated 
at some time in their childhood. These individuals are now eligible 
for care under the community mental health centers program, which 
we feel is better designed to meet their needs. 

Moreover, the effect of separating a particular group of mentally 
ill individuals — preponderantly children — from the programs avail- 
able for other such persons would be the creation of a new and highly 
specialized mental health program, set apart from the programs pro- 
vided by the community mental health center for other family mem- 
bers. This is inconsistent with the public health family treatment ap- 
proach favored in this country. 

Even if services under the proposed developmental program and 
under the existing community mental health centers program were 
offered under one roof, the many differences in the requirements for 
each program would lead to great difficulties of administration. 

For the above reasons, we do not recommend enactment of S. 2846. 

Instead, we propose a consolidated grant approach which would 
replace the present program of grants for construction of mental 
retardation facilities, grants for construction of university-affiliated 
facilities and grants for initial staffing of community mental retarda- 
tion facilities with a single 3-year program of grants to public or 
nonprofit private agencies for facilities and services for the mentally 
retarded, including such things as: 

Provision of services for the mentally retarded (operations 
grants) ; 

Construction of mental retardation facilities; 

Development and demonstration of new or improved techniques 
for provision of services for the mentally retarded; 

Manpower development ; 

State and local planning, administration, and technical 
assistance. 

Under this programthe Federal share would not exceed 75 percent 
of the cost of new projects, including construction, except in poverty 
areas, where 90 percent will be permitted. 

This program would provide for joint funding arrangements with 
other Federal programs. 

It would provide operational support to those recipients who have 
received commitments for future support under the existing law 
Assurance would be provided that there would not be less Federal 
funds for all types of projects in a State than were alloted to it for 
fiscal year 1970 for construction of community mental retardation 
facilities. 
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States would also be given an opportunity to review and comment 
upon projects in their jurisdiction before grants were made. 

The administration’s legislation, we believe, will provide the sim- 
plification and the flexibility I said earlier are needed if available re- 
sources are to be used where the need and the opportunity for effec- 
tiveness are greatest. 

And I think it should be emphasized here, Mr. Chairman, that the 
mental retardation problem is not one that is spread evenly among 
the States or the population. On the contrary, we now know that 
three-fourths of the Nation’s retarded persons are concentrated in 
poverty areas. 

Obviously, this startling fact must be taken into account in all 
efforts to deal with the problem, as the President’s Committee re- 
minded us earlier this year when it reported : 

No recent finding about mental retardation has had greater impact than the 
discovery that retardation rates soar in urban and rural low-income areas. No 
estimate of mental retardation incidence in such neighborhoods is less than 
twice the national average. 

One inner-city count of retarded persons found one-third of the total popula- 
tion in a several-block area functioning at retarded achievement levels. 

Unhappily, however, since the inception of the community mental 
retardation facilities program in 1963, it lias become increasingly 
clear that those in greatest need of community-based service, the 
urban and the rural poor, have been the least able to effectively or- 
ganize, plan and raise sufficient funds to compete for Federal grant 
support. 

Despite the fact that development of adequate mental retardation 
services in poverty areas is recognized as of highest priority at Fed- 
eral, State, and local levels, development of such services for these 
areas is proceeding at a rate much slower than is to be desired. In- 
ability to assure matching funds is a major cause. Priority of need 
means little in the face of the necessity to demonstrate adequate finan- 
cial resources. 

An early study of 166 projects showed that only 12 facilities were 
located in poverty or disadvantaged areas — winch can hardly be 
called reassurring in the light of the knowledge that 75 percent of all 
the retarded persons are located in such areas. 

Among the primary reasons for this situation have been (1) inade- 
quate State and local funds to match the Federal support, which has a 
maximum of 60% percent; and (2) lack of adequate operational 
support. 

Preferential matching for both construction and operating costs 
will do much to provide the needed incentive ancl assistance for the 
establishment of services in these underprivileged areas. 

Extended length of time of Federal participation in operating costs 
will provide a longer period of availability of close Federal-State- 
local partnerships and meaningful technical assistance to these local 
programs. 

In conclusion, r. Chairman, I would like to point out that the 
President’s Comm ctee on Mental Retardation has identified several 
areas in which concerted public-private effort can bring significant 
progress in menta i retardation- 

increasing the availability of mental retardation services, par- 
ticularly in the urban and rural low-income, disadvantaged neigh- 
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borhoods in which some three-fourths of the Nation’s mental re- 
tardation is found; 

Development of more and better manpower recruitment and 
training programs for work with retarded ; 

Better, more imaginative use of existing resources at all levels, 
as well as broader realization and use of the resource that the 
retarded themselves represent; 

Development of more public-private partnerships in mental 
retardation programs, services, and research. 

We believe that the administration’s legislation, which we hope to 
submit quite soon, will help focus in on these needs, and we urge its 
thoughtful consideration by this committee. 

That concludes our prepared statement, Mr. Chairman. My col- 
leagues and I will be glad to answer any questions which you may 
have. 

Senator Kennedy. Thank you very much. 

You mention at the conclusion of your testimony that the adminis- 
tration does plan to introduce legislation. Realizing that the present 
legislation expires next June, can you give us any idea as to when 
we might expect this legislation? 

Mr. Black. I would hope this week, Mr. Chairman. Next week 
sometime at the latest. 

Senator Kennedy. So that we can expect administration proposals 
within these next 2 weeks ? 

Mr. Black. Right. 

Senator Kennedy. As I gather, your proposals will emphasize your 
recommendations for increasing the availability of services for the 
retarded in urban and rural low-income areas, manpower recruitment 
and training programs, more imaginative use of existing resources 
and the development of public and private partnerships. 

Is there anything you wish to say in elaboration of those points at 
the present time? 

I am thinking, particularly, about manpower development 
programs. 

Mr. Black. I think the only thing, Mr. Chairman, is that the 
administration proposal will, by consolidating these various programs 
we now have into a single project grant approach, give us what we 
think is flexibility to put available Federal resources in this program 
where the need appears to be greatest and where the promise for maxi- 
mum return on this investment appears to be greatest. 

Senator Kennedy. Would you please elaborate on your reasons for 
preferring the project grant approach over the formula grant 
approach ? 

Mr. Black. The first reason for our point of view on favoring a 
project grant approach rather than formula grants here is the avail- 
ability of dollars. When you are talking about funds in the range of 
the present appropriations, we feel that to spread money out through 
a formula grant approach alone is not as effective as it would be if 
you had much larger sums of money. 

Secondly, as I indicated, this particular problem, unlike some 
others that we are dealing with, is not one that is spread evenly among 
the States or among the populace because we do have such a concentra- 
tion of mental retardation in the poverty areas. 
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We have seen with the present law we are not reaching those areas 
the way we should be. So, we want to provide more flexibility for 
targeting in on those areas. 

Senator Kennedy. Of course, as I understand it, the formula in the 
present law requires that at least $100,000 must go to each State. Is 
that correct? 

Mr. Black. The minimum required under the present legislation is 
$100,000. There is a provision, of course, for transfer of that money to 
a neighboring State for facilities to serve residents of both States. 
There have been, I think, very few transfers— about $155,000 in the 
past years. 

Here again, our experience shows that at this point, anyhow, the 
capability of the States in developing these programs and making 
use of these funds varies widely. 

Senator Kennedy. Do any of the other representatives of the De- 
partment wish to make comments here before we get into further 
questions? 

Mr. Black. I don’t think so. We will be glad to try to answer your 
questions. 

Senator Kennedy - . Let me say here how pleased I am to see Dr. Ed- 
ward Newman here. He has had a long association with Massachusetts. 

Before coming to Washington, Dr. Newman served as the coordi- 
nator of the Massachusetts mental retardation planning project, and 
as the executive director of the Massachusetts Vocational Rehabilita- 
tion Planning Commission. We in Massachusetts are proud of the 
progress we have made in mental retardation, and I know that you, 
Dr. Newman, have had an important influence on the success of those 
programs. I am pleased that a person of your experience and quali- 
fications has been appointed Commissioner of the Rehabilitation Serv- 
ices Administration. I welcome you on your first appearance in your 
new position before a Senate committee, and we look forward to work- 
ing with you in the months and years to come. 

I would like to ask Dr. Newman to describe the success or failure 
of the 1963 legislation. What progress has been made in terms of the 
limited kind of resources that were available under that act? What 
has been the record ? 

Mr. Newman. The record has been both good and in some places not 
so good. 1 think that one of the problems with the current legislation, 
which your bill as well as the administration bill tries to get at, is not 
separating out the construction in the way that it was separated out 
in the current bill so that you have services and construction and 
training and the other approaches and the possibility for a broad ap- 
proach to resource development for the retarded. 

I think, in that sense, both the administration proposal and your 
proposal are similar. 

One of the important issues here is how a State utilizes the funds 
or doesn’t utilize the funds to the best advantage, and I think that the 
position of the administration in this instance is that some more flexi- 
bility, if we are going to be in a situation of considerable fiscal re- 
straint, should be exercised in using the little money that we have for 
encouraging the States and the voluntary system, in a planful way 
to make best use of this money. 

Senator Kennedy. How have the States used the limited money 
available under the present law? Haven’t a number of the States done 
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a reasonably good job in terms of providing facilities and other kinds 
of services ? 

Mr. Newman. I can only speak from my experience in Massachu- 
setts in this instance, having been on this job just since October 1. A 
number of things happened in Massachusetts which I think might be 
considered to be exemplary in this regard. 

One of the things which happened was that as a result of state- 
wide planning, from the very outset of that activity a few years ago, 
retardation was looked upon not as a private domain of any single 
department in the State but was looked upon as an interdepartmental 
problem. 

It was viewed as a problem which had to do with the partnership 
between the public and the private sector as well. As a result of state- 
wide planning activities is was felt very important to have in the 
Governor’s close orbit, in the Executive Office for Administration and 
Finance actually, an office or bureau of mental retardation which 
would review’ all the retardation activities of the State and all the 
departments, and try in a planful view, not to proliferate another 
bureaucracy but to look at the development of the programs for the 
retarded across the board in the public and private sector, which they 
are doing right now. I think it is a significant development. 

I would add one other thing. In Massachusetts with respect to the 
construction activities under this act an opportunity v T as grasped — I 
am not sure whether all States grasped this type of opportunity but 
an opportunity was grasped — to have an assessment at the State level 
made of not only those facilities which would be constructed with the 
partial use of Federal moneys. As you know’, the Federal share on 
construction projects in this field is very, very small, it is really seed 
money, stimulation money, and that is the way I think the Federal 
share should be used. An attempt was made to use this device of 
having a State council in this area to review all construction and 
facility improvements, and not only new construction activities but 
any kind or activity which would involve any facility at all. 

As I say, I am not sure whether all States grasped this opportunity. 
Perhaps Dr. Jaslow can give you that information. 

Senator Kennedy. Dr. Jaslow. 

Dr. Jaslow. I think it has been variable, as has been stated before. 

Most States have attempted to use the original plans that they had 
and some States have continued these planning activities. Others have 
an individual project approach to the matter. At this point in time 
it is rather difficult to say which might be better. 

Senator Kennedy. I know you have been very involved in this pro- 
gram since 1967, as I understand it. 

Dr. Jaslow. That is right. 

Senator Kennedy. What have you found in terms of progress by the 
States? What they have been doing? 

Dr. Jaslow. I think there has been considerable progress in the sense 
that there has been a more concerted effort than they had accomplished 
as a result of the original activities and the interest in this area. 

The question, of course, comes up as to whether they have always 
been able to put their interest and efforts in the areas which have had 
the greatest need or whether they have put them in areas in which 
there have been funds available for matching. 
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Mr. Newman. I would say, and I wonder whether Dr. Jaslow would 
concur with this, Senator, that there has been difficulty in States fol- 
lowing their priority system for the reasons which Mr. Black devel- 
oped in his testimony. 

I think that here, whichever way we go, we have to make sure that 
the impoverished areas have the kind of technical assistance and are 
able to develop the capability to participate. I think this is a Federal 
as well as a State responsibility, to make sure that those areas which 
have, and rightfully should have, the top priority, get the kind of 
assistance to make sure that they are able to come up with proposals 
and workable plans for their areas. 

Senator Kennedy. Dr. Jaslow, could you tell us what the real needs 
are in terms of the field of retardation? I know it is difficult to draw 
a distinction between training programs and research but I would 
like to know what the most critical needs are today for the mentally 
retarded and those with other developmental disabilities? 

Dr. Jaslow. Again, that would vary in different locations. Cer- 
tainly there is a need in many of these areas, training, research, 
and services. The extra or intensified concern and approach to early 
intervention and prevention would certainly be a productive area. 
Earlier intervention can also prevent many of the secondary and 
tertiary effects which produce an increased economic drain both on 
the family and on the community. 

So this leaves us, of course, with the need to train people to recog- 
nize this, to know what skills to utilize and who to turn to. This falls 
into the same pattern of having families, parents, expect that some- 
thing can be done and providing them the support to do so. 

I would not want to discount either the need for research in the 
sense that we are constantly finding new approaches to many of these 
problems which reduce both the manpower and financial need through 
reducing the degree of disability of many of these individuals. 

In more sophisticated areas generally I would say, and where peo- 
ple have availability of the more sophisticated services, their needs 
are more likely to be met. 

In less sophisticated areas where people do not have the availability 
of these services, I think we need more of an educational program and 
additional services, of course, to back up the educational program. 

Senator Kennedy. Mr. Black, do you wish to add anything to that? 

Mr. Black. I don’t think so, Senator, except to emphasize this one 
point on the whole question of need. This study I referred to in my 
testimony showed that of the 166 centers that were studied at that 
particular time, only 12 were in poverty areas. 

Senator Kennedy. When was that study made? Are the data recent? 

Mr. Black. That study was in 1967. There has been no comparable 
study of that kind since then, although I understand Dr. Jaslow’s 
impression is that if we made another study now we would get com- 
parable results. 

We did complete a separate study more recently in model cities 
neighborhoods that showed that of some 300 construction projects, 
20 percent were in model cities neighborhood areas, which means one- 
fifth of the total projects. 

Yet we have 75 percent of our target population in these poverty 
areas. Again, I just want to emphasize this area Of need, particularly 
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in view of the wide range of programs that we have in the Depart- 
ment. We think it important to tool this program up in sucli a way 
right now that we can target it in on needs that we know are not being 
met otherwise. 

This is one very glaring need in these poverty areas. What we want 
to do is to make more flexible, give more support if necessary, give 
planning money to help them get started, give them a greater per- 
centage of support for a longer period as the case may be in individual 
circumstances. 

Meanwhile^ I want to emphasize as strongly as I can our interest in 
reviewing this total program in the Department. As we have said 
before this committee on other occasions, there az*e a lot of things down 
in HEW that we are trying to take a hard look at. 

In my experience there I don’t know of anywhere the need is greater 
than in this particular area because we do have so many programs in 
different parts of the Department — in the Office of Education, in 
HSMHA, SRS, they just range all over the lot. 

We are trying right now to make some studies of those various pro- 
grams in conjunction with some other longer range studies we are 
making. 

Senator Kennedy. Mr. Black, in your testimony you indicated that 
little or no increases would be proposed by the administration for 
various health programs. 

You mentioned priorities, which imply increases in some areas. Is 
mental retardation one of your priorities? 

Mr. Black. I think certainly mental retardation is a priority. I 
further said we want to devote as much money to it as our fiscal 
resources will allow. I would like to make a couple of points in that 
respect. One is that there are certain built-in increases here in the cost 
of our programs, as indicated by the fact that this year we are spend- 
ing $77 million more than the comparable figures last year. 

Now, much of that is for matching grants for vocational rehabilita- 
tion, for medicaid programs, help to the retarded in that way, tilings 
that we have no control over because they are built-in costs. 

Beyond that we are putting some money into some other aspects of 
the mental retardation program. For instance, wo have programed^ 
more money for rubella vaccine. In addition, we are proposing some 
other programs which certainly cannot be said to be unrelated to this 
one. 

One of the things we are trying to do, as you know, is come up 
with, in conjunction with the Congress, a new welfare program. We 
have made our proposal, which is going to be an expensive program, 
adding at least $4 billion a year to the present cost. 

The hope here is that we are going to break the cycle of poverty 
and rescue families from the dependency and poverty morass that they 
are in now. 

.When you realize that the incidence of mental retardation is so 
high in the poverty area, I think you have to take this into considera- 
tion in our total effort. 

I would like to have Dr. Steinfeld comment on this, too, in respect 
to priorities. 

Dr. Steinfeld. I think one must distinguish between prevention 
and care for those who are already mentally retarded. Among the 
priorities clearly is family planning. Since the incidence of mental 
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retardation is much higher among children who are bom very rapidly 
year after year, rather than more widely spaced, particularly in 
poverty areas, family planning funds and information and better 
family planning should result m the decrease in the number of men- 
tally retarded children born. 

The fact that many women who have these children have never seen 
a physician during the period of their pregnancy and have not had 
prenatal care is a significant problem. 

I think the emphasis on comprehensive health services and provid- 
ing prenatal care to pregnant women should again improve or prevent 
the problem. Improving the nutrition of the pregnant mother and 
newborn child, the child during the first 5 years of life, which is 
another of the health aspects which we are emphasizing in this Ad- 
ministration, I think should also move in the direction of reducing 
retardation. 

And, as Mr. Black mentioned, the rubella vaccine and prevention 
of other infectious diseases, along with increased emphasis m NICHD 
on research in other, areas such as genetic counselling, which is really 
a new field and getting results, all contribute to the health portions 
of this program, aside from the family assistance program which is 
another approach to the same overall problem. 

Senator Kennedy. In terms of priorities, I am particularly in- 
terested in your views as to facilities and training programs. I know 
you were not trying to be all inclusive in your examples. 

Dr. Steinfeld. Ideally, of course, one would like facilities to be near 
home in these areas. Once again by having project grant money avail- 
able and providing it where the need is greatest would seem an appro- 
priate direction to go. 

Funds for facilities are available in the administration proposal 
which you will be receiving shortly. Training is again a problem, re- 
search training which must be emphasized, and service training which 
is also necessary in this area. I think we have a deficit of trained pro- 
fessional personnel in the health area all across the board. We must 
emphasize manpower. 

Senator Kennedy. Mr. Black, would you describe the number of 
applications and the demand for the funds that now exist? Can you 
give us any figures in this area ? 

Mr. Black. I would like to have Dr. Jaslow give those figures. 

Dr. Jaslow. Under the initial staffing program there were about 300 
applications for the first year of operation, requesting about $15 mil- 
lion. We funded about 237 of them with the available money of 
$8,350,000. We do not have applications as such for construction but, 
of course, there is a backlog of need. 

There is a preliminary list from the State agencies which gives us 
an idea ; about 318 projects are on the drawing boards ready to come in. 

The Federal share would be — I don’t have that figure at the moment 
but it would be considerable, somewhere around $100 million. 

Senator Kennedy. Are these facilities that are on the drawing 
boards now ? 

Dr. Jaslow. Facilities that are either on the drawing boards or for 
which groups have evidenced some interest in developing. 

Then in the area of the university-affiliated centers there are ap- 
proximately 55 institutions which have or are developing projects— 
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Massachusetts who consolidated the waiting lists in State schools to 
set up a very careful administrative policy about emergency 
admissions. 

Senator Kennedy. Do you know what is the average waiting period 
in other States, such as New York? 

Miss Fiiaser. I am not familiar with New York. I have been spend- 
ing more time on the problem of rewriting our laws pertaining to ad- 
mission, commitment, retention, and discharge. 

I think generally across the country most of our laws which pertain 
to people m institutions are basically not constitutional. 

We have work to do to upgrade the laws pertaining to incarceration 
of the retarded. This is a major need, plus guardianship laws in the 
country. 

Senator Kennedy. Thank you very much for this information, Miss 
Fraser. 

Dv. Jaslow. I think basically the most on any State waiting list 
totals around 31,000 but it is not an accurate figure. 

It also includes those who are waiting, particularly where there are 
elderly parents, in case something should happen. 

It also does not include others who frequently don’t apply because 
they feel the wait is too long. The difference in the admission rate is 
also due to the fact that today more and more of the institutions are 
subdivided into special units and there may be an opening in a particu- 
lar unit more frequently than in another particular type of unit. 

In other words, among an adolescent group where there is likeli- 
hood of vocational employment, there may be a greater turnover than 
in another age group or handicapped group. 

Senator Kennedy. Even assuming there are special difficulties with 
respect to certain types of facilities, what is the average waiting 

g eriod for parents before they can get their retarded children into a 
tate institution? 

Dv. Jaslow. I would have to repeat what was said before, anywhere 
from a few months up to years, depending on the State and the area. 

Mr. Newman. May I say the average time is too long, whatever it 
is. I think one of the hopeful things that has happened over the last 
few years has been the development, stimulated by the Federal Gov- 
ernment, of activity by the voluntary groups, and the kind of State 
planning efforts that you have been hearing a little bit about this 
morning which have stimulated the States m both the public and 
people begin to see the alternatives to institutionalization. 

Here is the promise of the future. One of the things that we have 
begun to find is that when certain kinds of supportive services become 
available in a community to sustain a person m his home, the waiting 
list problem has a tendency to begin to disappear in the sense that 
people begin to seethe alternatives to institutionalization. 

I don’t know whether there has been enough experience to document 
this, nor am I aware of any specific studies in this area. But, I do 
know, in talking to parents of retarded children, that when a com- 
munity facility, a dfty-care type facility, and other kinds of supporting 
services do begin to appear within an hour’s travel distance, for exam- 
ple, then the peace of mind which results frequently takes away the 
pressure on the waiting list in some of our institutions. 
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Senator Kennedy. Has the length of the waiting period changed in 
the last 5 or 6 years? 

Dr. Jaslow. I would say so. First of all, there has been greater use 
of other facilities and services, not just for those on the outside but 
also with transfers or utilization by those who are already residents. 

I would say that between the appreciation of alternate means of 
services, the use of other types of residential services and community 
services, the period of time people have to await admission in xuv.;\y 
areas has decreased as they have developed this broadened spectrum 
of services. 

Senator Kennedy. How do we decide how effectively our Federal 
expenditures are meeting the problem ? 

Mr. Black. This is one of our problems, Senator, because I think we 
are not sure which are the most effective. As I indicated earlier, these 
activities are spread so far over the department that one of the things 
that we are very seriously engaged in and want to do more is to try 
to evaluate our various programs in the field so that we can see which 
ones are on target and which ones might be consolidated. 

A little bit of history might be interesting to you. Mr. Kelly, our 
Assistant Secretary-Comptroller, told me that back in the days when 
Mr. Fogarty was chairman of the Appropriations Subcommittee on 
the House side, that on a plane trip at one point he read a magazine 
article on retardation in which Cardinal Cushing was quoted as hav- 
ing said he considered retarded children as exceptional children. 

Mr. Fogarty got very interested in the whole problem and eventu- 
ally, according to Mr. Kelly, in the Appropriations hearing, every- 
body who came up before Mr. Fogarty was asked, “What are you do- 
ing for retarded children? What are you doing for these exceptional 
children?” 

The result was that we had a lot of programs built up all over the 
Department. We do have one coordinating mechanism, as you know, 
the Secretary’s Committee on Mental Retardation, which is a com- 
mittee which includes the heads of the agencies dealing with retarda- 
tion programs, but it is not an operational group. 

Frankly, as a new administration, we feel that the overall evalua- 
tion and coordination of these different programs leaves something to 
be desired, which is why I say that before we commit ourselves to 
spending vast new sums on any one program on a piecemeal basis we 
would like to try to get a better idea of the whole picture. 

Senator Kennedy. Mr. Black, last July you came before this sub- 
committee to testify for the administration on the mental health bill. 
You made the following statement: 

To achieve our goal the Administration has a basic objective, first, of not 
proliferating and adding to existing grant authorities; second, of employing 
broader purpose authorities so that there is flexibility to respond as conditions 
and needs change, so that the localities and the States themselves may have a 
voice in using the Federal funds. 

. Do you think that statement is consistent with your position this 
morning in favor of project grants, rather than formula grants? 

Mr. Black. I think it is consistent, yes. We are trying to consolidate 
these various authorities into one authority. The only place in which 
you might say it is inconsistent goes back to the question you asked 
earlier as to why we prefer project grants instead of formula grants. 
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My answer was that in this case we are dealing with a much smaller 
program dollar-wise than we were in community health centers. 

Second, we have a problem here which is concentrated in various 
specific areas, not spread evenly among the States, I think what we 
are trying to do is consistent with our overall administration philoso- 
phy in consolidating these where possible and making them as flexible 
as possible. 

As I point out in my testimony, as you will see when we send up our 
bill ; we will give the States the authority and the opportunity to 
review and comment on any project grant. 

We are not going to make them all right here in Washington in 
disregard of what the States think are important. 

Senator Kennedy. Turning to another issue, would you tell us why 
you feel the definition should be limited to mental retardation, rather 
than including other developmental disabilities as well? 

Mr. Black. Not anything further than what I said in my statement. 
Perhaps one of our professionals would like to comment on that. The 
feeling was that again we are going to be diluting the effectiveness 
of this program by spreading the resources that we have to these other 
handicaps, and second, that we would be overlapping and duplicating 
programs which exist in other parts of our Department. 

Maybe Dr. Jaslow, Mr. Newman, or Dr. Steinfeld would like to 
comment. 

Mr. Newman. I would say, Senator, that if the fiscal situation does 
remain near present levels, then with respect to appropriations, I 
think the moneys that are spent for services, construction and for 
training, for these types of activities, should probably be limited under 
the more restricted definition. 

I would add, though in those States where we have evidence 
that the States can put their programs together in such a way that 
their programs can begin to take advantage of the moneys available 
under other programs of the Department or other departments of the 
Federal Government or of the State government or with the use of 
voluntary funds, so that we don’t have a proliferation of programs 
but a pulling together of funds; in these instances, moneys could be 
made available to more individuals than those now under our defini- 
tion, These types of arrangements should be encouraged. So I would 
think, for example, that some funds might be used for planning pur- 
poses to encourage these arrangements. But I would make a distinc- 
tion between that type of planning activity and the actual expendi- 
ture of moneys for services. 

Dr. Steinfeld. I think there are several ways to approach this. 
One approach is to see to it that the facilities and the personnel who 
are best trained to provide a certain kind of care are utilized. De- 
velopmental abnormalities might include orthopedic difficulties, 
difficulties in kidney development, and a whole series of medical 
problems, the treatment of which might be provided by other medical 
specialties and other kinds of personnel from those appropriate to 
retardation-related conditions. 

Obviously, it is possible for a child to be bom perfectly normal 
withort a developmental abnormality and yet because of trauma in an 
accident, because of tuberculosis, meningitis, or other infectious dis- 
ease, become mentally retarded because he has certain brain cells 
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damaged, and regress. Therefore, developmental difficulty would not 
subsume all of the problems with which we hope to cope. I think we 
would do this along functional lines using facilities and personnel 
best trained to handle the problem. 

Senator Kennedy. Senator Dominick? 

Senator Dominick. Mr. Black, I apologize for not having been 
here for your whole testimony. I will read it with care and I have 
scanned it. I have a couple of questions. 

My recollection is that the present authorization for staffing of 
community mental health centers goes down as the time goes by. 

In the proposed bill, I don’t know whether you have it ready yet, 
in your proposed bill what are you doing about staffing? 

Mr. Black. We are leaving that, Senator Dominick, as flexible as we 
can. Under the present law, as you know, the arrangement is much like 
that for community mental health centers. It is a 51-month period of 
staffing support with a decreasing amount each year. 

Our thinking is that in the legislation we will submit we want to 
leave ourselves some flexibility in this and permit, as each individual 
case is considered, a longer period of staffing and a greater amount of 
support if necessary in that individual case. 

One of the things we have been discussing this morning is the special 
need for these facilities in poverty areas. Apparently one of the tilings 
that has happened here is that the areas which have had the most re- 
sources eamo in first under this program because they were able to meet 
the present matching requirements and got their centers, and the others 
did not. 

So our plan is to provide flexibility in this so that if necessary it 
could be longer and varied, particularly in poverty areas where we are 
going up to a maximum of 90 percent. 

Senator Dominick. Theoretically the idea of starting out with some 
Federal funding and asking the localities to match and then to have it 
on a decreasing basis once it gets started would seem to make some 
sense. 

The difficulty, however, is that almost every community starts rely- 
ing on the Federal funding almost immediately and then when the 
decreasing amount comes along they find themselves having real 
trouble trying to replace it. 

In some cases, I know in our areas, and I am talking about the Rocky 
Mountain States as a whole, not just Colorado, they have found that 
they simply can’t keep these things going over a long period of time. 

Whether this is lack of interest on the part of the localities or what 
it is I can’t say but it is a problem. 

I bring that up so that it can be thought of while you are getting 
your own legislation ready. 

Mr. Black. The problem is one we recognize. Of course, in the com- 
munity mental health centers we have had enough experience so that 
some of these centers are near the time when the Federal funds are go- 
ing to expire and we know on the basis of this experience that what 
yon say is true, that the local support that we expected has not been 
forthcoming. 

So, we proposed, and the legislation already before this committee 
proposed, that the period be extended to 8 years rather than the present 
51 months. 
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Now in the case of the mental retardation facilities we have had a 
much shorter experience so we are not prepared to say that the centers 
which have already been funded are going to need a longer period 
than 51 months. 

Some may, some may not. As we said here a few minutes agj, one 
of the encouraging things thai^lias happened is that with the stimulus 
of Federal support, not just iiVthis program but in a wide range of ac- 
tivities, there has been a lot more State and local activity. 

We would hope that with this kind of stimulus, as centers are de- 
veloped, they will be able to sustain themselves after a period with 
State, local and some private support without Federal support from 
now on. 

Our concept still is that this should be seed money to stimulate these. 

Senator Dominick. My opinion is that the more local responsibility 
on the States and local communities with resources to help them, the 
better off we are. 

It occurs to me that maybe we are getting close to the time where we 
ought to say, “Look, we have outlined this program in this way and 
if you don’t want to take up this responsibility, things are tough all 
over, you are going to have to fund it on your own or you have had it.” 

Now this is going to make a lot of people very angry, no question 
about that. The question is how else can we get this done unless we 
take a fairly firm stand ? 

Mr. Black. I think the problem with the approach you have out- 
lined there is one we were discussing earlier, which is that the area 
of greatest need for these facilities is in the poverty areas where three- 
quarters of the retarded persons can be found. Yet we have seen that 
up to now only a small fraction of these facilities have been devel- 
oped in those areas because in many cases they lack even the funds to 
plan these centers, much less to come up with the kind of support that 
is required under the present legislation. 

So, what we are trying to do and we concede it will be administra- 
tively difficult in some ways, is to build into the legislation enough flex- 
ibility so that we may adjust these requirements and the Federal role as 
the individual circumstances and needs change. 

Senator Dominick. Yes, but the difficulty with that is that if we 
start distinguishing between areas on an income basis as to where we 
are going to put our funds, what we are saying is that a man who has 
a kid who is mentally retarded and lives in a poor area is going to get 
help but a person who is in the same income bracket but happens to live 
in a higher income area is not going to get any help. 

Mr. Black. I think we would be saying that the man in the poverty 
area would get more help than the other man. 

Senator Dominick. In case they are in equally bad shape in both 
areas you can’t distinguish between mentally retarded kids. 

Dr. Steinfeld. I think if we talk about prevention, Senator, the 
opportunities are much greater in the poverty areas. I think the em- 
phasis there would be in attempting to prevent retardation rather than 
in the provision of services which is another part of the problem. 

I wanted to say something earlier, I think your question was par- 
ticularly appropriate, where a program is successful, whatever it is, 
where one develops a new drug successful against a rare form of 
cancer; patients appear from all over the place with this form of 
neoplasm. 
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In the California Health Centers Act when the facility is working 
well and is active it begins attracting more and more people and be- 
comes more and more active. 

It is just at this point that the Federal dollars begin decreasing. 
We are quite aware of the problem in meeting with the State mental 
health commissioners. We are working on it. It is a very acute prob- 
lem. You have hit on an important point. 

Senator Dominick. If you have a consolidated grant program and 
approach, which I think is something that I would like to see us work 
toward wherever we can, don’t you immediately run into the same 
situation where you have the problem of some of the local areas saying, 
“Well, what we need here is construction funds,” and another one 
saying, “What we need is staffing,” and you get an uneven approach. 

I am not saying that the uneven approach is bad but the question 
immediately comes up if you do it this way don’t you have a situation 
where in some areas you will find the program is successful and iii 
others it is not because of the difference in the ability of the local 
authorities to determine how the money can best be spent? 

Mr. Black. I think you will have to some extent an uneven approach 
but you have an uneven problem, too. This is really what is behind 
our recommendation on this. We think that the needs are going to be 
different in various areas. We are trying to give ourselves enough 
flexibility here to meet them. 

If you have one area which is going to need more support for one of 
these facilities to keep the thing from folding its doors and going out 
of business, perhaps we could be in a position to provide that support. 

Senator Dominick. Let me ask you this, if I may. Assuming that 
we do get an uneven approach, and I think this is a fair assumption 
under a consolidated grant type of program, is there any provision 
for the dissemination of information between areas so that they will 
know which approaches are working in a particular area and which 
ones are not? 

Mr. Black. I think that is going to be one of our responsibilities. 
Under the concept that still guides us in this particular program, 
which is the seed money concept with the Federal Government using 
its resources to stimulate development in tlio States, one of the things 
that we want to do and one of the reasons that we want the kind of 
flexibility we are asking for here is to be more able to target our money 
to any new approaches which any State or locality may come up with 
which seem to us to be especially promising so that we can give 
that State the encouragement it needs. 

If jt does work out we will want to share that with other States and 
localities. 

Senator Dominick. Thank you, Mr. Chairman. 

Senator Kennedy. Thank vou very much, gentlemen. We appreciate 
your testimony. I am grateful to each of you for coming here this morn- 
ing to present the administration’s testimony. In light of the issues that 
have been raised, I believe that it may 'be helpful to request additional 
information from the Department. I would like to submit some supple- 
mental questions to you, and I hope that the questions and your replies, 
along with your prepared statement, may be printed at this point in the 
record. 

Mr. Black. Thank you, Mr. Chairman. 



0 



127 

(The prepared statement of Mr. Black, and covering letters, and the 
material referred to, follow :) 

Prepared Statement of Creed C. Black, Assistant Secretary for Legislation, 
Department of Education, and Welfare 

Mr. Chairman and Members of the Subcommittee, it is a privilege to appear 
today to testify on the progress that has been made under the Mental Retarda* 
tion Facilities Construction Act and proposals for its extension and amendment. 

This legislation, as you know, was initiated in 1003 with th3 objectives of 
stimulating the development of needed manpower, research, and a network of 
facilities for the delivery of services to the mentally retarded. In the years since 
1963, progress toward those goals has been significant. 

Under the community mental retardation facilities program, (Part C), for 
example, 297 projects have been approved. When completed, they will make 
available modern and efficient facilities to provide services to 30,000 persons 
who were not being served at all and improved services to another 45,000 persons. 
When the present authorization expires on June 30, 1970, about 07 other facili- 
ties will have been funded, which when completed will provide services to 15,000 
moro persons. 

Comparable progress has been recorded under the program of initial staffing 
grants for community mental retardation facilities, which was added to the Act 
by the Mental Retardation Amendments of 1967. These grants are available to 
assist in the initial staffing of both new facilities and new services in existing 
facilities. To date 237 projects have been funded, providing support for staff to 
serve over 00,000 retarded. It is expected that by June, 1970, when the present 
authorization expires, 408 projects will have been funded, providing staff to 
serve more than 120,000 retarded in their home communities. 

The third major effort financed under this Act is the University- Affiliated 
Facilities Program (Part B), which provides grants to assist in the construction 
of facilities affiliated with universities or colleges which offer interdisciplinary 
training based on exemplary models of comprehensive services to the mentally 
retarded. 

The University-Affiliated Centers are a major resource for training profes- 
sional and technical personnel needed to work with the mentally retarded, such 
as physicians, social workers, nurses, psychologists, special educators, therapists, 
and rehabilitation specialists. 

Through 1909, eighteen projects have been approved and funded ; six have been 
completed and eight more should be completed within the next 12 to 18 months. 
The facilities are coordinating their activities with other community programs, 
and with State residential programs for the retarded. As a broad resource for 
specialized training, continuing education, and the provision of exemplary serv- 
ice in complex cases, they fill a role in the system of mental retardation services 
similar to that of the teaching hospitals in the health field or the research and 
training centers in the field of vocational rehabilitation. 

Before turning from this brief summary of results thus far to the question 
of where we go from here, Mr. Chairman, I think it is important that we put 
this particular legislation into the broader context of our department’s total 
activities in the mental retardation area. 

As the members of this committee are no doubt aware, the Mental Retardation 
Facilities Construction Act is but one part of a much larger effort which spans 
the entire Department of Health, Education, and Welfare. The impressive scope 
of these department-wide activities was described in a report prepared earlier 
this year for the House Appropriations Subcommittee by the Secretary’s Com- 
mittee on Mental Retardation. With your permission, I should like to submit 
a copy of the complete report for the record of these hearings and summarize It 
briefly for the purposes of our discussion today. 

The Department has responded to the needs of the retarded through a broad 
range of approaches which include preventive services, training of personnel, 
facility construction, research, education, and other supportive services. 

The estimated budget requested for 1970 includes $585,169,000 for mentally 
retarded persons and for prevention of mental retardation with the following 
breakdown : 



Services, Research, Education, Rehabilitation $305,869,000 

Income Maintenance (SRS— 75,000,000; SS A— 144,300,000) 219,300,000 





Total 



585, 169,000 



This estimated total of $585 million for 1070 is more than $77 million above 
the comparable figure for I960. And the bulk of that increase — approximately 
$50 million— is for services and grants. 

I would like to give you just a very brief idea of what types of activities are 
covered. 

Preventive services are those rendered as a part of programs designed to 
reduce the incidence of mental retardation. The major activities in this area 
are carried on under the maternal and child health programs authorized by the 
Social Security Act and the preventive services programs under the Public Health 
Service Act 

Research provides our hope for the future in mental retardation through pre- 
vention and early treatment. In 1970 and 1971, the availability of the Rubella 
vaccine, which HEW supported through research, vaccine production and wide 
dissemination, should prevent repetition of the tragedy of the 1964 Rubella 
epidemic when an estimated 9,000 babies were bom retarded. Basic nutritional 
research has revealed the harmful effects of malnutrition on the physical and 
behavioral development of children and should provide future guidance in diet 
experimentation for both mothers and children ns a further means of preven- 
tion. The Department is also expanding and improving its programs of fnmily 
planning research and sendees, since both the spacing of children and the num- 
ber of pregnancies can effect the incidence of mental retardation. 

State health departments, crippled children's agencies, and State welfare 
agencies use funds provided under the Social Security Act for activities designed 
to : increase the health and welfare services available to the retarded, enlarge 
existing mental retardation clinics by adding clinic staff, increase the number 
of clinics, begin evaluations of children in institutions, extend screening pro- 
grams, provide treatment services for physically handicapped retarded young- 
sters, increase inservice training opportunities, and provide homemaker and 
other care services for the mentally retarded. 

The mentally retarded receive a variety of services under our vocational 
rehabilitation programs in the form of medical diagnosis, physical restoration, 
counseling and testing during the rehabilitation process, assistance in job place- 
ment and follow-up to insure successful rehabilitation. 

Training programs form an integral part of most of the mental retardation 
programs of the Department. These programs include support of professional 
preparation iu the following areas: research training in the basic and clinical 
biological, medical and behavioral sciences ; training of professional personnel 
for the provision, of health, social and rehabilitative services for the mentally 
retarded; inservice training of workers in institutions for the mentally re- 
tarded; training of teachers and other education personnel to provide educa- 
tion for mentally retarded children ; and training of personnel in recreation and 
physical education activities for the mentally retarded and other handicapped 
children. 

It is against this background, Mr. Chairman, that I now want to return to the 
question of extending and amending the particular legislation now before this 
committee. And we must begin, I think, by looking at certain economic con- 
siderations. 

The first of these is that even now the programs conducted under this Act are 
funded at substantially less than the authorized level. Authorizations for FY 
1969 were $60 million, while appropriations were $29.5 million. For the present 
fiscal year, the authorizations total $84 million. The Administration has re- 
quested $20 million, and the House appropriated $24 million. It must be con- 
stantly remembered, however, that the total federal effort is not to be measured 
by these figures but by the $366 million committed to training, research nnd 
services for the mentally retarded— of which the funds spent under this one 
program are only a fraction. 

Second, I want to say in all candor that in our opinion substantial new sums 
of money are not likely to be available for this program, among many others, in 
the immedate future because of the budgetary constraints necessitated by the 
urgency of stemming inflation. This Administration is firmly committed to con- 
trol of this inflationary situation by using all tools at its disposal, including 
strict control of Governmental expenditures. Under such constraints, the require- 
ment that we choose our priorities among a host of desirable programs becomes 
ever greater. 

The Administration, therefore, has considered legislation for extension of the 
Mental Retardation program in the context not only of the needs of the program 
itself but also the larger Administration legislative program nnd fiscal policies. 
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In this context, we believe that to hold out the hope of vast increases in expendi- 
tures for tills portion of the program would raise false expectations. 

Furthermore, Mr. Chairman, one of the major goals of this Administration Is 
to consolidate and simplify federal grant programs. It should be obvious from 
the earlier summary of HEW programs in the area of mental retardation that 
we want to undertake a broad-gauge review of all these programs before commit- 
ting this Administration and the American taxpayers to vast new expenditures 
In any individual program on a piece-meal basis. 

A basic point I would like to make, Mr. Chairman, is that the Administration 
is cominlted not only to the continuation of mental retardation programs and 
services but to strengthening the quality of the projects funded and to prevention 
of mental retardation wherever possible. We will move ahead as fast as fiscal 
constraints will permit, but inevitably these constraints force choices among 
alternatives. 

In these circumstances, therefore, we believe it is desirable to amend the 
Mental Retardation Facilities Construction Act in ways that would simplify it 
through consolidation, make it more flexible, and encourage the use of available 
resources where they will be most effective. 

With these objectives in mind, Mr. Chairman, we have some serious reserva- 
tions about S, 284G, which was introduced by members of this committee. 

It does embody some principles with which we are in accord. Although 
It contains at least two programs, It moves significantly in the direction of 
unified grants, a direction with which we agree aiul are proposing to you 
today. The hill also places substantial responsibility on the States, something 
to which this Administration subscribes, although the cumulative effect of the 
rather detailed State plan requirements considerably limits the exercise of 
responsibility that the bill would appear to give to the States. 

If funds of the magnitude authorized in the bill were likely to be made avail- 
able, we perhaps could reconcile our differences on other points. However, with 
present fiscal constraints, we must think in terms of funding near present levels— 
not a several fold increase — for the foreseeable future. At these levels, we do not 
believe that the machinery provided by the bill can be relied on to get available 
dollars to the places, for the purposes ami at the times that they are most needed. 

Regardless of budgetary considerations, the concept of developmental disability 
in the bill gives us concern. Unlike the present focus on mental retardation and 
associated neurological conditions In existing law, S. 284G would apparently 
cover any chronic defect or condition. Many of these are now the subject of 
other programs — crippled children’s services, vocation rehabilitation, etc. Apart 
from the problems of overlap and duplication, we are not convinced that enough 
lms yet been done in the field of mental retardation to warrant taking the central 
focus off mental retardation and closely associated conditions. 

As for the problems of duplicating and overlapping authorities to which I just 
referred, they are serious indeed because the scope of Title I of S. 284G is far 
broader tlmn the program it replaces. As defined, a “developmentally disabled” 
person could Include virtually all seriously emotionally disturbed children and 
a great number of mentally ill adults whose disorders can be said to have 
originated at some time in their childhood. These Individuals are now eligible for 
care under the Community Mental Health Centers program, which we feel is 
better designed to meet their needs. 

Moreover, the effect of separating a particular group of mentally ill individ- 
uals — preponderantly children — from the programs available for other such per- 
sons would be the creation of a new and highly specialized mental health pro- 
gram, set apart from the programs provided by the community mental health 
center for other family members. This is inconsistent with the public health 
family treatment approach favored in this country. 

Even if services under the proposed developmental program and under the 
existing community mental health centers program were offered under one 
roof, the many differences in the requirements for each program would lead to 
great difficulties of administration. 

For the above reasons, we do not recommend enactment of S. 2840. 

Instead, we propose a consolidated grant approach which would encompass 
the present program of grants for construction of mental retardation facilities, 
grants for initial staffing of community mental retardation facilities, and a 
three-year program of grants to public or nonprofit private agencies for facilities 
and services for the mentally retarded, including such things as: 

Provision of services for the mentally retarded (operations grants) ; 

Construction of mental retardation facilities ; 



1 35 



130 



Development and demonstration of new or improved techniques for provision 
of services for the mentally retarded ; 

Manpower development; 

State and local planning, administration, and technical assistance. 

Under this program the Federal share wauld not exceed 75 percent of the 
cost of new projects, including construction, except in poverty areas, where 
90 percent will he permitted. 

This program would provide for joint funding arrangements with other Fed- 
eral programs. 

It would provide operational support to those recipients who have received 
commitments for future support under the exlsing law. 

Assurance would he provided that there would not be less Federal funds for 
all types of projects in a State than were allotted to it for fiscal year 1970 for 
construction of community mental retardation facilities. 

States would also be given an opportunity to review and comment upon 
projects in their jurisdictions before grants were made. 

The Administration's legislation, we believe, will provide the simplification 
and the flexibility I said earlier are needed if available resources are to he used 
where the need and the opportunity for effectiveness are greatest. 

And I think it should be emphasized here, Mr. Chairman, that the mental 
retardation problem is not one that is spread evenly among the States or the 
populace. On the contrary, we now know that three-fourths of the nation's re- 
tarded persons are concentrated in poverty areas. 

Obviously this startling fact must be taken into account in all efforts to deal 
with the problems, as the President’s Committee reminded us earlier this year 
when it reported : 

“No recent finding about mental retardation has had greater impact than the 
discovery that retardation rates soar in urban and rural low income areas. No 
estimate of mental retardation incidence in such neighborhoods is less than 
twice the national average. One inner city count of reta.rded persons found one- 
third of the total population in a several-block urea functioning at retarded 
achievement levels I” 

Unhappily, however, since the inception of the Community Mental Itetarda- 
tion Facilities Program in 1903, it has become increasingly clear that those in 
greatest need of community-based service, the urban and rural poor, have been 
the least able to effectively organize, plan and raise sufficient funds to compete 
for Federal grant support. 

Despite the fact that development of adequate mental retardation services in 
poverty areas is recognized as of highest priority at Federal, State, and local 
levels, development of such services for these areas is proceeding at a rate slower 
than to be desired. Inability to assure matching funds is a major cause. Priority 
of need means little in the face of the necessity to demonstrate adequate financial 
resources. An early study of 1G0 projects showed that only 12 facilities were 
located in poverty or disadvantaged areas — which can hardly he called reassur- 
ing in the light of the knowledge that 75 percent of all the retarded persons are 
located in such areas. 

Amount the primary reasons for this situation have been (1) inadequate state 
and local funds to match the federal support, which has a maximum of G0% 
percent and (2) lack of adequate operational support. Preferential matching 
for both construction and operating costs will do much to provide the needed 
incentive aiul assistance for the establishment of services in these under- 
privileged areas. 

Extended length of time of Federal participation in operating costs will pro* 
vide a longer period of availability of close Federal-State-loeal partnerships and 
meaningful technical assistance to these local programs. 

In conclusion, Mr. Chairman, I would like to point out that the President’s 
Committee has identified several areas in which concerted public-private effort 
can bring significant progress in mental retardation. 

Increasing the availability of mental retardation services, particularly in the 
urban and rural low income, disadvantaged neighborhoods in which some three- 
fourths of the nation's mental retardation Is found; 

Development of more and better manpower recruitment and training programs 
for work with the retarded ; 

Better, more imaginative use of existing resources at all levels, as well as 
broader realization and use of the resource that the retarded themselves 
represent ; 
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Development of more public-private partnerships in mental retardation pro- 
grams, services, and research. 

We believe that the Administration's legislation, which we hope to submit 
quite soon, will help focus in on these needs, and we urge its thoughtful con- 
sideration by this committee. 



U.S. Senate, 

Washington, D.G., Novem ber 21, I960. 

Hon. Creed C. Buck, 

Assist ant Secretary for Legislation, Department of Health, Education, and Wel- 
fare, Washington , D,C. 

Dear Mr. Black: I was pleased to have the opportunity to hear yonr testi- 
mony last week before the Senate Subcommittee on Health during- the hearings 
on mental retardation and other development disabilities. 

As I indicated during the hearings, there are a number of areas, many of a rel- 
atively technical nature, where I believe that supplemental information would be 
of vaiue to the Committee in considering this legislation. Pursuant to this, I 
am submitting the attached list of questions, and I am hopeful that we may 
receive your replies as promptly as possible, so that we may include them as part 
of the printed record of the hearings. 

Sincerely, 

Edward M. Kennedy. 



Additional Questions Submitted by Senator Edward M. Kennedy to the Hon. 

Creed (J. Black, Assistant Secretary for Legislation 

1. Will you please provide ns wttfo a table of State allotments of construction 
funds under PL 88-164, Title I, Part C based on the $ 12 minion made available 
for fiscal year 1969, along with the allotments that will result for fiscal year 
1910 , based on the $8,031 million that the Administration is currently requesting f 

2. The language of the present Act states that in setting the formula for State m 
allotments, the Secretary shall take into account,”.. . (1) the population, (2) the 
extent of the need for facilities for the mentally retarded, and (3) the financial 
need of the respective States.” 

(a) Would you please explain how this formula takes account of these 
various factors t 

(b) Will you please provide us with the population and income data you 
used in your 1969 calculations, and the figure used for each factor for 
each State t 

3. When you submit the list of state allotments for 1969 , will you please also 
compute and list the amount that would be allotcd to each state on a per capita 
basis, and the amount that would be allotted ; to each state on the basis of the 
need for facilities for the mentally retarded t 

lb Will you phase provide «s with tables comparable to those in questions 
1-3 a&orc, for the allotment of funds under Part D of Title I of the Act t 

6. It is my .understanding that the Division of Mental Retardation has also 
been administering a project grant program of assistance to state residential in- 
stitutions for the retarded, to improve their programs and provide in-service 
f raiuiitf/. These arc die so-called HIP and HIST programs. 

(a) Will you please provide a brief explanation of each of these pro- 
grams and its relationship to the programs carried out under Title It 

(h) How much money is alloioed per institution for grants under each 
of these programs? 

(c) now much would you need to fully fund these programs — i.c., to per- 
mit maximum participation by eligible institutions t 

(d) Will you please provide a stately -state table of your grant totals 
for each of these two programs in, 1969 1 In the table, please list also the 
number of residents in the state institutions receiving awards, and the 
per resident awards for HIP and HIST grants in each state. 

6. During the recent hearings , yon pointed out that the mentally retarded 
benefit from a number of different programs in the Department, such as voca- 
tional rehabilitation , education of the handicapped , “medicaid, ’* income main- 
tenance, and so on. 

It is my u?ulerstanding that the mentally in also benefit from all or most of 
these i)rogru?ns. Will you please provide us with data for fiscal 1969 , and the 
budget estimates for 1970 on all expenditures for research , training, prevention , 
treatment, instruction, income maintenance, etc., for mental disorders other than 
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mental retardation under programs administered h\f It&MJIA, OB, SRS, and 
88A f Please provide this material as far as possible by Tine items comparable 
to those included in the table at the end of your submission on mental retarda- 
tion, referred to on paged of the transcript of your testimony. If possible, please 
prepare a new table comparing the new data with the data on mental retardation. 

7. What criteria are used by the Administration to assess the relative needs 
of the mentally retarded as compared with the mentally ill ? 

8. Will you please provide the latest available data on a statc-by-xtatc basis 
on resident populations in state and private mental hospitals , and state and 
private residential facilities for the mentally retarded ? 



Department of Health, Education, and Welfare, 

Washington, D.C., December 20, JOGD. 

lion. Edward M. Kennedy, 

U.S. Senate , 

Washington, D.C. 

Dear Senator Kennedy: This is in reply to your letter of November 21, in 
which you raised a number of questions regarding the activities of tills Depart- 
ment in the llehis of mental retardation and mental health. 

Enclosed you will fliul materials in reply to your specific questions. We Iioik? 
that this information will be helpful. 

Do not hesitate to contact us again if we can be of further assistance. 
Sincerely, 



Creed C. Black, 

Assistant Secretary for Legislation. 



Question 1. Will you please provide us with a table of State allotments of 
construction funds under PL 88-164, Title h Part C based on the $12 million made 
available fov fiscal year 1000, along with the allotments that will result for fiscal 
year J970, based t on the $ 8.031 million that the Adwifnis/raffon is currently 
requesting! 



STATE ALLOTMENTS FOR CONSTRUCTION UNDER PUBLIC LAW 88-164, TITLE I, PART C 



1969 1 1970* 



Total $12,000,000 



1. Alabama 

2. Alaska 

3. Arizona 

4. Arkansas 

5. California 

6. Colorado 

7. Connecticut 

8. Oelaware 

9. District of Columbia... 

10. Florida 

It. Georgia 

12. Hawaii 

13. Idaho., 

14. Illinois, 

15. Indiana 

16. Iowa,., 

17. Kansas, 

18. Kentucky 

19. Louisiana 

20. Maine,. 

21. Maryland 

22. Massachusetts 

23. Michigan 

24. Minnesota 

25. Mississippi 

26. Missouri 

27. Montana 



247,101 
100, 000 
100,000 
140,465 
916,026 
109,265 
132,923 
100.000 
100,000 
343,335 
287,857 
100,000 
100,000 
513,046 
264,230 
145,193 
123,314 
20/,763 
243,088 
100,000 
189,237 
263,504 
440,252 
197,153 
185, 147 
248,706 
100,000 



$8, 031,000 



146,091 
1 00, 000 
100,000 
100,000 
541,573 
100,000 
100,000 
100, 000 
100,000 
202,987 
170,187 
100,000 
100,000 
3 03,324 
156,218 
100,000 
100,000 
122,834 
143,718 
100,000 
111,881 
155,789 
260,286 
116,561 
109,463 
147,040 
100,000 



28. Nebraska. 

29. Nevada 

30. New Hampshire... 

31. New Jersey 

32. New Mexico 

33. New York 

34. North Carolina.... 

35. North Dakota 

36. Ohio 

37. Oklahoma 

38. Oregon 

39. Pennsylvania 

40. Rhode Island 

41. South Carolina.... 

42. South Dakota 

43. Tennessee 

44. Texas 

45. Ulah 

46. Vermont 

47. Virginia 

48. Washington 

49. West Virginia 

50. Wisconsin 

51. Wyoming 

52. Guam 

53. Puerto Rico 

54. Virgin Islands...., 

55. American Samoa. 



> Actual. 

* Tentative. 



1969* 



1970* 



100,000 

100,000 

100,000 

330,780 

100,000 

834.657 
329,988 
100,000 
549,394 
148,469 

105.657 
602,277 
100,000 
188,434 
100,000 
254,368 
651,236 
100,000 
100,030 
266,517 
160,332 
117,421 
224,683 
100,000 

7,971 

222,836 

4,915 

2.540 



$100,000 
100, 000 
100, 000 
195,564 
100, 000 
493,407 
195,095 
100, 000 
324, 813 
100, 000 
100, 000 
356,079 
100, 000 
111,406 
100.000 
150. 387 
385, 024 
100, 000 
100, 000 
157. 570 
100.000 
100, 000 
132, 838 
100, 000 
4,713 
131.745 
2.906 
1. 501 
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STATE ALLOTMENTS FOR NEW INITIAL STAFFING GRANTS (PUBLIC LAW 88-164, TITLE I, PART D) 





1969 * 


19702 




1969 * 


1970 a 


Tolal 


$8,358, 000 


$7,380,000 


27. Montana 


$30,925 


$27,306 








28. Nebraska 


58, 824 


51,940 


1. Alabama 


187,845 


165,865 


29. Nevada 


16,632 


14,686 


2. Alaska 


11,008 


9,719 


30. New Hampshire-., — 


28,752 


25,387 


3. Arizona 


75, 890 


67,010 


31. New Jersey 


251,459 


222,035 


4. Arkansas 


106, 782 


94,287 


32. New Mexico 


50,349 


44,457 


5. California 


696, 3 64 


614,879 


33. New York 


634,430 


560,194 


6. Colorado 


83, 078 


73, 357 


34. North Carolina-- 


250, 858 


221,503 


7. Connecticut 


101,048 


89,224 


35. North Dakota 


29, 863 


26,369 


8. Delaware . 


19, 590 


17,300 


36. Ohio 


417,650 


368,779 


9. District of Columbia... 


26, 897 


23, 749 


37. Oklahoma 


112,866 


99,660 


10. Florida 


261,004 


230,463 


38. Oregon 


80,320 


70,922 


11. Georgia 


218,829 


193,223 


39. Pennsylvania 


457,851 


404,276 


12. Hawaii 


31,184 


27,535 


40. Rhode Island 


35, 054 


30,952 


13. Idaho 


32, 663 


28,841 


41. South Carolina— 


143, 248 


126,486 


14. Illinois 


390,018 


344,380 


42. South Dakota 


31,108 


27,468 


15. Indiana _ 


200, 868 


177, 364 


43. Tennessee 


193,371 


170,744 


16. Iowa 


110,376 


97,460 


44. Texas 


495, 069 


437,140 


17. Kansas 


93, 743 


82,774 


45. Utah 


48,919 


43,195 


18. Kentucky 


157, 940 


139,460 


46. Vermont 


18,413 


16,258 


19. Louisiana 


184,795 


163, 172 


47. Virginia 


202,606 


178,899 


20. Maine 


44,415 


39,217 


48. Washington 


121,885 


107,622 


21. Maryland 


143, 858 


127,025 


49. West Virginia 


89, 263 


78,818 


22. Massachusetts 


200, 315 


176,876 


50. Wisconsin 


170, 804 


150,818 


23. Michigan 


334, 680 


295,517 


51. Wyomi ng 


13, 473 


11,897 


24. Minnesota 


149, 876 


132,338 


52. Guam 


6, 060 


5,350 


25. Mississippi 


140, 749 


124,279 


53. Puerto Rico 


169,400 


149,578 


26. Missouri 


189, 066 


166,943 


54. Virgin Islands 


3,736 


3,299 








55. American Samoa 


1,931 


1,705 



1 Actual. 

* Tentative. 



Question 2 . The language of the present Act states that in setting the formula 
for State allotments , the Secretary shall take into account , “. . . (1) the popu- 
lation, (2) the extent of the need for facilities for the mentally retarded, and 
(3) the financial need of the respective S tates” 

(а) Would you please explain how this formula talces account of these various 
factors? 

Formula — Community Facilities and Initial Staffing Grant Program 
(Title I, Parts C and D, P.L. 88-164) 

Allotments to the States from the annual appropriations for mental retarda- 
tion facility construction are made as follows: 2/3 on the basis of the population 
of each State weighted by State financial need and % on the basis of the extent of 
the need for mental retardation facilities, for which State population under 
age 21 is used. The Act provides for a minimum allotment of $100,000 to any 
State or Territory, other than the Virgin Islands, American Samoa, and Guam. 

(б) Will you please provide us wtih the population and income data you used 
hi your 1069 calculations, and the figure used for each factor for each State? 

1969 Community Mental Retardation Construction and Staffing Alloca- 
tion — Population and Income Data 

Basis of allocations, per requirements of P.L, 88-104, Title I, Part C : 

(d) Total population, as estimated by the Bureau of the Census: 

(1) Provisional estimated population of the United States, 
July 1. 1968 (Series P-25, No. 403, September 19, 1968, and un- 
published data) ; 

(2) American Samoa, Guam, Puerto Rico, and Virgin Islands, 
provisional estimates as of July 1, 1907, (Series P-25, No. 392, 
May 2, 1968). 

(h) Facility need, as represented by provisionally estimated population 
under age 21 as of July 1, 1967 (Series P-25, No. 384, February 13, 1968, 
and unpubished data). 

(o) Financial need, as represented by average per capita income 1965-67, 
published in Survey of Current Business , August 1968, Department of Com- 
merce. 



134 



STAFFING ALLOCATION-POPULATION AND INCOME 



DATA 



Total 

population 

(thousands) 



1. Alabama " " 

3. Arizona d, 27? 

4. Arkansas.... i cin 

5. California — * — **- 2*012 

6 . Colorado. . ------ ----- . . 19*221 

7 . Connecticut...:::::::;:;;:;; 2 ,'w 8 

in* S ,st * r i Ct of CoJlJ nibia_Iiri - *534 

it G&rgiV.:::::: 6 » 

it: <$ 

»• Illinois v 0 | 

it io n wa" a ;:::; :r - 10 5 '$ 

} 8 . Kentucky * 2 ' 303 

19. Louisiana 3’ 229 

21. Maryland “ - - .'gfi 

« K?l s , achusetls 3,757 

23. Michigan... 5 437 

27. Montana - 4 627 

28. Nebraska - *693 

29. Nevada. - - 1 437 

30. New Hampshire Hi '453 

31. New Jersey 702 

32. New Mexico - 7.078 

33. New York 1 oi 5 

34. North Carolina 18,113 

35. North Dakota.. 5 , 135 

36. Ohio - 625 

37. Oklahoma - 10,591 

Oregon .7.7.7 2,518 

39. Pennsylvania 2,008 

40. Rhode island 11,712 

41. South Carolina - 913 

42. South Dakota "71 2,692 

43. Tennessee " 657 

44. Texas 3,976 

45. Utah 10,972 

46. Vermont 1,034 

47. Virginia - 422 

48. Washington 4.597 

50. Wisconsin 1,805 

51. Wyoming 4,213 

52. Guam * 315 

53. Puerto Rico.. 98 

54. Virgin Islands 2,729 

55. American Samoa . 62 



Population 
unoer age 21 
(thousands) 



1,531 

141 

738 

819 

7,793 

839 

1,150 

226 

315 

2,344 

1,980 

343 

305 

4,364 

2,085 

1.117 
920 

1,341 

1.670 
404 

1,565 

2.118 

3.670 
1,529 
1,081 
1,801 

305 
591 
190 
276 
2,716 
496 
6,888 
2,158 
282 
4,329 
980 
787 
4, 456 
350 
1,187 
294 
1,591 
4,711 
488 
172 
1,928 
1,264 
724 
1,762 
137 
50 
1,420 
28 
17 



. Per capita 
income ratio 



1.4480 
0.8556 
1.1579 
1.4914 
.8554 
1.0142 
.7980 
.8502 
.7628 
1.1197 
1.2565 
.9561 
1,2031 
. 8392 
.9970 
1.0032 
1,0325 
1.3233 
1,3051 
1.1923 
.9193 
.8989 
.9151 
1.0224 
1.6879 
1.0515 
1.1294 
1.0262 
.8558 
1.0499 
.8565 
1. 2561 
.8419 
1. 3147 
1.2347 
.9726 
1,2017 
1.0154 
.9957 
. 9653 
1, 4534 
1.2230 
1.3320 
1. 1617 
1.1904 
1.1336 
1,1347 
.9174 
1.3618 
1. 0025 
1,0660 
1.6879 
1.6879 
1.6879 
1.6879 



{ 
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Question 8. When you submit the list of state allotments for 1969 1 will you 
please also compute and list the amount that would be allotted to each state on 
a per capita basis , and the amount that would be allotted to each state on the 
basis of the need for facilities for the mentally retar dcdt 

HYPOTHETICAL ALLOCATIONS, 1969 



Construction (pt C) 



Initial staffing (pt 0) 



Population 

only 



Need only 



Population 

only 



Need only 



o 

ERIC 



Total $12,000,000 

1. Alabama 211,020 

2. Alaska - 16,392 

3. Arizona 98,820 

4. Arkansas 119,064 

5. California 1,137,444 

6. Colorado 121,200 

7. Connecticut 175,104 

8. Delaware 31,596 

9. District of Columbia 47,880 

10. Florida 364,536 

11. Georgia 271,500 

12. Hawaii 46,044 

13. Idaho 41,724 

14. Illinois 649,404 

15. Indiana 299,856 

16. Iowa 162,624, 

17. Kansas 136,284 

18. Kentucky 191,088 

19. Louisiana •. 220,848 

20. Maine 57,936 

21. Maryland 222,324 

22. Massachusetts 321,744 

23. Michigan 517,212 

24. Minnesota 215,760 

25. Mississippi 138,588 

26. Missouri. 273,816 

27. Montana 41,004 

28. Nebraska 85,032 

29. Nevada 26,808 

30. New Hampshire 41,544 

31. New Jersey .418,860 

32. New Mexico 60,060 

33. New York 1,071,876 

34. North Carolina 303,876 

35. North Dakota 36,984 

36. Ohio 626,748 

37. Oklahoma 149,004 

38. Oregon 118,824 

39. Pennsylvania 693,084 

40. Rhode Island 54,024 

41. South Carolina 159,300 

42. South Dakota 38, 880 

43. Tennessee 235,284 

44. Texas 649,296 

45. Utah 61,200 

46. Vermont 24,972 

47. Virginia 272,040 

48. Washington 193,860 

49. West Virginia 106,812 

50. Wisconsin 249,312 

51. Wyoming 18,636 

52. Guam 5,892 

53. Puerto Rico 161,496 

54. Virgin Islands 3,696 

55. American Samoa 1,812 



221,976 

20,448 

107,004 

118.740 
1,129,884 

121,644 

166.740 
32,772 
45,672 

339, 852 
287, 076 
49,728 
44,220 
632, 724 
302,292 
161,952 
133,392 
194,424 
242, 124 
58, 572 
226,908 
307,080 

532.104 
221,688 
156,732 
261,120 

44, 220 
85,692 
27,552 
40,020 
393, 780 
71,916 

998.676 
312, 876 

40,884 
627, 648 
142, 092 
114,108 
646,068 
50, 748 

172. 104 
42, 624 

230.676 
683,040 

70, 752 
24,936 
279, 540 
183,264 
104,964 
155,468 
19,860 
7,200 
205,884 
4,116 
2,424 



$8,358,000 



146,975 
11,417 
68,828 
82,928 
792, 230 
84,416 
121,960 
22,007 
33,348 
253,899 
189,100 
32, 070 
29,061 
452, 310 
208, 850 
113, 268 
94,922 
133,093 
153,821 
40,352 
154,849 
224,095 
360,238 
150,277 
96,527 
190,713 
28, 559 
59,225 
18,672 
28,935 
291,736 
41,832 
746,562 
211,650 
25, 759 
436, 530 
103,781 
82,761 
482,733 
37, 628 
110,952 
27, 080 
163, 875 
452, 235 
42,626 
17,393 
189,476 
135, 023 
74,395 
173,646 
12,980 
4,104 
112,482 
2, 574 
1,262 



154,606 
14,242 
74, 528 
82,702 
786,964 
84,725 
116, 134 
22, 826 
31, 811 
. 236,707 
199,948 
34,636 
30,799 
440,692 
210,546 
112, 800 
92,908 
135,416 
168, 639 
40,795 
158, 041 
213,881 
370,629 
154,406 
109, 164 

181.870 
30, 799 
59,684 
19, 190 
27,874 

274,268 

50,089 

695,578 

217,918 

28.476 
437, 157 

98,967 

79.476 
449,986 

35, 346 

119.870 
29,688 
160, 666 
475, 737 

49,279 
17, 368 
194,700 
127,643 
73, 107 
177,933 
13,832 
5, 015 
143,398 
2, 867 
1,688 



Question J f . Will you please provide us with tables comparable to those in ques- 
tions 1-3 above , for the allotment of funds under Part D of title I of the Actf 
( See replies to questions 1 to 3 above. ) 

Question 5. It is my understanding that the Division of Mental Retardation 
has also been administering a project grant program of assistmce to state resi- 
dcntial institutions for the retarded , to improve their programs and provide 
in-service training . These arc the so-called HIP and HIST programs, ( a ) Will 
you please provide a brief explanation of each of these programs and its rcla - 
tionship to the programs carried out undei' Title It 
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TnE Hospital Improvement Program and the University Affiliated Commu- 
nity Facilities Construction and Initial Staffing Programs 

These are key programs in the overall Federal mental retardation effort They 
reinforce each other, but are contiguous rather than overlapping. 

The Hospital Improvement Program concentrates on improving services to the 
institutionalized mentally retarded, an area that has no other specific support 
through Federal programs. Support is provided for (1) the demonstration of 
improved methods of care, treatment and rehabilitation of the retarded in state 
institutions and (2) the inservice training of personnel employed in such 
institutions. 

The population of most residential facilities is predominantly made up of 
severely and profoundly retarded (57%), who are often also multiple handi- 
capped There lias been a trend away from services to the mildly retarded to a 
higher concentration on improved care and strengthened therapeutic program- 
ming for the severely and profoundly retarded. The Hosplltal Improvement Pro- 
gram, tli rough concentration on specific services by better trained staff, is mak- 
ing life more meaningful for those who must stay within the institution by help- 
ing them attain their maximum potential for mobility and self-care. It also has 
done much to Increase the potential for community placement of the mild and 
moderate residents of institutions. 

The Comm unity Construction and Staffing programs provide the keystone or 
cohesive elements of the community continuum of services through evaluation of 
individual needs and providing the retarded with the foundation of readiness 
which permits them to participate in education, rehabilitation and other generic 
programs. In addition, these programs are designed to permit communities to fill 
the gaps between the generic and other available specialized services locally 
available. This encourages the development of n basic system of services in each 
community so that most retarded individuals can remain in their home commu- 
nities and progress from one service to another without losing the advantage 
gained in one program for lack of an appropriate succeeding or follow-up service. 

The University Affiliated Facilities Program provides grants to assist In the 
construction of facilities affiliated with a university or college. These facilities 
provide programs of interdisciplinary training based on exemplary models of 
comprehensive services to the mentally retarded. The multidisciplinary training 
programs within a University Affiliated Facility, housing an extensive array of 
services for the retarded citizens of all ages, will provide trained manpower 
and demonstration of modernized service and coordination to improve and ex- 
pand the community and institutional programs supported by HEW agencies. 

(6) How much money is allowed per institution for grants under caeh of these 
programs f 

The Mental Retardation Hospital Improvement Program (HIP) allows a max- 
imum of $100,000 per institution each fiscal year; the Hospital In service Training 
program (HIST) allows a maximum of $25,000 per institution each fiscal year. 

(o) How much would you need to fully fund these programs — i.c. f to permit 
maximum participation by eligible institutionst 

To permit maximum participation by currently eligible institutions at the pro- 
gram budget ceiling, an estimated $18,000,000 for the HIP program and $4,500,- 
000 for the HIST program would be required to fully fund these programs. 

(d) Will you pleaso provide a statc-by-statc table of your grant totals for each 
of these two programs in 1969 1 In the table , please list also the number of resi- 
dents in the state institutions receiving awards , and the per resident awards for 
HIP and HIST grants in each state . 
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HOSPITAL IMPROVEMENT PROGRAM (HIP) AND HOSPITAL INSERVICE TRAINING PROGRAM (HIST), 1969, 

STATE-BY-STATE BREAKDOWN 







HIP 






HIST 






Fiscal year 
1969 
awards 


Number ol 
residents 


Per 

resident 

award 


Fiscal year 
1969 
awards 


Number of 
residents 


Per 

resident 

award 


REGION 1 


Connecticut, total 


. $299,988 


4,005 


$75 


549, 974 


3,765 


$13 


Seaside 


. 100,000 


240 


417 . 








Southbury 

Mansfield 


99,988 


2,018 


50 


24,974 


2,018 


12 


. 100,000 


1,747 


57 


25, 000 


1,747 


14 


Maine, total: Pineland 








24,632 


1,148 


21 


Massachusetts, total 


. 161,484 


7,443 


22 


65,562 


3,249 


20 


Delchertown 


7,276 


1,289 


6 


23,068 


1,289 4 


18 


Dover 


95,186 


1,885 


50 


18,051 


1,885 * 


10 


Fernatd 


8,715 


2,585 


3 . 






Hathorne 






24,443 


75 


326 


Wrentham 


50,307 


1,684 


30 , 






New Hampshire, total: Laconia 


. 100,000 


1,020 


98 


25, 000 


1,020 


25 


Rhode Island, total: Ladd 




25,000 


918 


27 


Vermont, total: Brandon 


88, 806 


754 


118 


22,572 


754 


3 


REGION 11 


Delaware, total: Hospilal for MR 


65,965 


618 


107 . 








New Jersey, total 


. 380,689 


5,816 


65 


147,113 


7,072 


21 


Johnstone 


68,968 


492 


140 


23, 124 


492 


47 


New Lisbon 






25,000 


1,256 


20 


North Jersey 


94,571 


1,091 


87 


24,492 


1,091 


22 


Vineland 


74,125 


2,020 


37 


24,776 


2,020 


12 


Woodbine 


61,714 


1,213 


51 


25,000 


1,213 


21 


Woodbridge 


81,311 


1,000 


81 


24,721 


1,000 


25 


New York, total 


. 421,510 


15,729 


27 


47,342 


8,471 


6 


Craig 


83, 127 


1,877 


44 


23,299 


1,877 


12 


Newark 


92,531 


2,563 


36 


13,472 


2,563 


5 


Rome 


62,518 


4,031 


16 


10,571 


4,031 


3 


West Seneca 


99,992 


1,669 


60 . 




Willowbrook 


83,342 


5,589 


15 . 








Pennsylvania, total 


58,724 


851 


69 


58,303 


2,964 


20 


Cresson 








20,150 


606 


33 


Ebtmsburg 








24,500 


1,040 


24 


Laurelton 








7,728 


798 


10 


Western 










5,985 


520 


12 


White Haven 


58,728 


851 


69 . 









REGION 111 



District of Columbia, total: District of 

Columbia Training 91,941 1,310 

Kentucky, total: Outwood 31,261 474 

Maryland, total 



Henryton... 

Rosewood.. 



Nortii Carolina, total 159,472 2,174 

Murdoch 59,472 1,600 

Western Carolina 100,0 0 0 574 



Virginia, total 86,777 3,618 



Petersburg 

Lynchburg 86,777 3,618 



West Virginia, total: C, Anderson 45,01 9 556 

REGION IV 



70 26,012 1,310 

66 22,127 685 

41,357 3,150 



20,017 403 

21,340 2,747 



73 50,000 2,174 

37 25,000 1,600 

174 25,000 574 



24 4 0,56 5 3,978 



25,000 360 

24 15,565 3,618 



81 



20 

32 

13 



50 

8 



23 

16 

44 



10 



69 

4 



Alabama total: Pa rtlow 81,797 2,290 

Florida total 96,6 54 361 



36 

268 60,928 2,978 20 



Marianna 

Miami 

Orlando Hospital. 



23, 500 

96,654 361 268 

15,533 



970 

17666 



22 

'16 




± 43 . 
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HOSPITAL IMPROVEMENT PROGRAM (HIP) AND HOSPITAL INSERVICE TRAINING PROGRAM (HIST), 1969, 
STATE-BY-STATE BREAKDOWN— Continued 







HIP 






HIST 


1 


Fiscal year 

1969 Number of 
awards residents 


Per Fiscal year 

resident 1969 Number of 

award awards residents 


Per | 

rosident 
award 


Georgia total: Gracewood 


99,659 


1,922 


52 


25,000 


1,922 


13 


South Carolina total 


279, 205 


3, 541 


79 


48, 487 


948 


51 


Habil. Ctr 


90,061 


500 


180 


23, 487 


500 


47 


Pineland 


100, OOO 


448 


223 


25,000 


448 


56 


Whitten Village 


100, OOO 


2, 593 


34 .. 








Tennessee total 


155,613 


2,464 


63 


45,771 


1,541 


30 


Arlington 








20,771 


65 


320 


Clover Btm 


58,326 


1,476 


40 


25,000 


1,476 


17 


Greene Valley 


97,287 


988 


98 




















REGION V 














Illinois, total 


332,741 


5,286 


63 


52,053 


5,012 


10 


A. L. Bowen 








24,999 


240 


104 


Dixon 


99,896 


4, 072 


25 


22, 170 


4,072 


5 


III. Ped.lnst 


53, 226 


264 


202 








W. G. Murray 


113,699 


700 


162 


4, 884 


700 


7 


W. W. Fox 


65, 920 


250 


264 








Indiana, total 


115, 672 


3,307 


35 


19, 589 


2,058 


10 


Muscatatuck 








19, 589 


2,058 


10 


Fort Wayne 


85, 516 


2, 507 


34 .. 








New Castle 


30,156 


800 


38 __ 








Michigan, total 


3 76, 097 


5,957 


63 


79, 489 


8,063 


10 


Caro 


98, 273 


1,932 


51 „ 








Coldwater 








25,000 


3,023 


8 


Fort Custer 


99, 687 


1,334 


75 .. 








Howell 








9,367 


374 


25 


Lapeer 








25,000 


3,431 


7 


Mount Pleasant 


ICO, OOO 


1,456 


69 








Plymouth 


78, 137 


1,235 


63 


20, 131 


1,235 


16 


Ohio, total: Columbus 


85, 373 


2,162 


39 


25,000 


2,162 


12 


Wisconsin, total 


251,939 


4,086 


62 


75,000 


4, 086 


18 


Central Wisconsin 


95, 400 


1,268 


75 


25, 000 


1,268 


20 


North Wisconsin 


56,539 


1,528 


37 


25,000 


1,528 


16 


South Wisconsin 


100, 000 


1,290 


78 


25, 000 


1,290 


19 


REGION VI 














Iowa, total: Glenwood 


51, 503 


1,260 


41 


24,010 


1,260 


19 


Kansas total 


205,672 


2,217 


93 


32,224 


1,549 


21 


Kansas Neuro. 1 


41,312 


403 


103 


15,218 


403 


38 j 


Parsons 


99,400 


668 


149 .. 






, \ 


Winfield 


64,960 


1,146 


• 57 


16,906 


i, 146 


is 


Minnesota, total 


293,946 


5,470 


54 


20,960 


2,478 


8 


Brainard 


100, OOO 


1,406 


71 .. 








Cambridge 


104,401 


1, 586 


66 .. 








Fairbault 


89, 545 


2,478 


36 


20,960 


2,478 


8 


Missouri, total 


163,544 


2,669 


61 


24,640 


840 


29 


Marshall 


91,613 


1,829 


50 








St. Louis 


71,931 


840 


86 


24,640 


840 


29 


North Dakota, total: Grafton 








25, 000 


1,396 


18 


South Dakota, total: Rpdfield 


98,068 


i, 150 


85 .. 









REGION VII 














Arkansas total: Conway Childrens 














Colony 


91,205 


768 


119 


25, 000 


768 


33 


Louisiana total 


100, OOO 


1,902 


53 • 


73,593 


2,30 2 


32 


Belle Chase 








20,651 


208 


99 


Pinecrest 


100, 000 


1,902 


53 


25,000 


1,902 


13 


Ruston 








27,947 


192 


146 




* 
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HOSPITAL IMPROVEMENT PROGRAM/ (RIP) 'AND HOSPITAL INSERVICE TRAINING PROGRAM (HIST), 1969, 
SVAlt SY-STATE BREAKDOWN — Continued 







HIP 






HIST 




i 

! 




Fiscal year 




Per 


Fiscal yair 




Per 


i 




1969 


Number of 


resident 


19S9 


Number of 


resident 


i 




awards 


residents 


award 


awards 


residents 


award 


i 


New Mexico total: Los Lunas 








18,030 


536 


34 


t 

i 


Oklahoma total — 


74,553 


985 


76 


47, 075 


1,633 


29 


j 

i 

t 


Enid 


74, 553 


985 


76 


25,000 


985 


25 


Hissom._ 








22,026 


648 


34 


i 


Texas total 


665,964 


11,930 


56 


137,939 


9, 223 


15 


i 


Abilene 


96,700 


2,307 


42 


25,000 


2,307 


11 


1 


Austin ... 


89,425 


2,418 


37 


31,223 


2,418 


9 


I 


Oenlon 


84,949 


1,700 


50 


22,389 


1,700 


13 


\ 


Lufkin 


100,000 


697 


143 


21,568 


697 


31 


3 


Mexia 


97,291 


2,727 


36 . 








Richmond 


97,599 


260 


375 


24,059 


260 


93 


J 


Travis 


100,000 


1,841 


54 


23,700 


1,841 


13 


| 


REGION VIII 














4 


Colorado, total 


152,937 


1,910 


80 


49,655 


1,910 


26 


i 


Grand Junction 


94,962 


846 


112 


24,655 


846 


29 


< 


W.T. Ridge 


57,975 


1,064 


54 


25,000 


1,064 


23 




Idaho, total: Station Hospital, Nampa.. 
Montana, total: Boulder River 


100,000 


798 


125 


25, 000 


798 


31 


i 


69,809 


928 


75 


25,000 


928 


27 




Utah, total: STS Am. Fk 


90,216 


1,063 


85 


24,450 


1,063 


23 


i 


Wyoming, total: STS Lander 


95,765 


721 


133 


25,000 


721 


35 


| 


REGION IX 














4 

■i 


Arizona, total: Child. Co!., CooUdge 


97, 132 


1,040 


93 


24,499 


1,040 


24 


J 

i 


California, total 


291,304 


8,696 


33 


48,635 


6, 259 


8 


i 

* 


Pacific 


98,593 


2,895 


34 


25,000 


2,859 


9 


f 

5 


Porterville 


98, 238 


2,437 


40 








| 


Sonoma 


94,473 


3,400 


28 


23,635 


3, 400 


7 


;] 


Hawaii, total: Waimano 


96, 046 


835 


115 


24,570 


835 


29 


f 


Nevada, total: S.H. Reno 






10,234 


174 


59 


j 


Oregon, total 


100,000 


2,477 


40 


49,347 


3,005 


16 


\ 


Columbia Pk 








24, 347 


528 


46 


S 


Falrview 


100,000 


2,477 


40 


25,000 


2,477 


10 




Washington, total 


385,918 


4, 228 


91 


70,221 


2, 508 


28 


1 


Firerest 


100,000 


950 


105 


25,000 


950 


26 


•i 


Lakeland 


90,076 


1,308 


69 


20,227 


1,308 


15 


i 


Ranier 


. 100,000 


1,720 


58 








r 


Yakima Valley 


95,842 


250 


383 


21,994 


250 


ioo 


j 

i 



Question G . During the recent hearings , you pointed out that the mentally re- ] 

larded benefit from a number of different programs in the Department , such as j 

vocational rehabilitation , education of the handicapped , medicaid , income main- j 

tcnancc, and so on, i 

It is my understanding that the mentally ill also benefit from all or most of | 

these programs. Will you please provide us with data for fiscal 1969, and the J 

budget estiJilates for 1970 on all expenditures for research, training prevention, f 

treatment , instruction income maintenance, etc., for mental disorders other than ' 

mental retardation under programs administered by IISMIIA, OE, SRS, and 
SSAt Pica sc provide this material as far as possible by line items comparable to 
those included in the table at the end of your submission on mental retardation, 
referred to on page 9 of the transcript of your testimony . If possible , please pre- 
pare a new table comparing the now data with the data on mental retardation . 
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DEPARTMENT OF HEALTH, EDUCATION, AND WELFARE 

SOCIAL AND REHABILITATION SERVICE— OBLIGATIONS FOR MENTAL ILLNESS PROGRAMS BY ACTIVITY 
DESIGNATION, FISCAL YEARS 1969-70 



1969 actual 1970 estimate 



Services $257,877,930 $344, 559, 000 

Training and personnel 410,738 327,735 

Research 881,338 1,051,000 

Construction and support services for rehabilitation facilities 1, 070,000 865,000 

Planning - 

Income maintenance 56,000,000 65,000,000 

Other 



Total. 



316,240,006 411,802,735 



OFFICE OF EDUCATION-OBLIGATIONS INCURREO IN THE AREA OF "MENTAL HEALTH" (EXCLUDING "MENTAL 
RETARDATION") IN FISCAL YEARS 1969-70 



1969 actual 1970 estimate 



Education for the handicapped: 

State grant programs (ESEA Vl-A): Emotionally disturbed children $2,530,000 $2,530,000 

Teacher education (Public Law 85-926): Emotionally disturbed children 3,787,664 3,787,664 

Research and demonstration (Public Law 88-164): 

Development of behavior dimensions for emotionally disturbed children, 

Vanderbilt University, Nashville, Tenn 68, 002 

Identification and treatment of social emotional problems, University of Oregon, 

Eugene, Oreg . 107,698 101,123 

Education of behaviorally disordered children in the public school setting, 

Temple University, Philadelphia, Pa 119, 138 ; 

An investigation into the use of Indigenous groupings as the reinforcement 



Crisis intervention: Secondary schools, University of Minnesota, Minneapolis, 

Minn 50,262 

Evaluation of a program to train teachers to manage social and emotional 

problems, American Institute for Research, Pittsburgh, Pa 111,618 

Evaluation of a program for reeducating disturbed children: A followup com- 
parison with untreated children, George Peabody College for Teachers, 

Nashville, Tenn 72,676 65,221 

The application of functional analysis of behavior by teachers in a natural 
school setting, University of Washington, Seattle, Wash 118, 592 



Subtotal 6,965,650 6,412,200 



Research and training: General education research and training (Cooperative Research 
Act): 

Postdoctoral fellowship program in educational research as related to community 

mental health, University of Pittsburgh, Pittsburgh, Pa 21,000 

The effect of assessement and personalized programing on subsequent intellectual 
development of prekindergarten and kindergarten, University City School District, 

Mo.... 30,749 12,133 



Subtotal 51,749 12,133 



Total 7,017,399 6,424,333 



Note: Figures for education professions development are not available. 



SOCIAL SECURITY ADMINISTRATION- 


-EXPENDITURES FOR MENTAL HEALTH 






1969 


1970 


Disability benefit payments 


$22,670,000 


$24,970,000 


Health insurance benefit payments: 

Part A 

Part B 


77,000,000 

4,000,000 


90,000,000 

5,000,000 


Total 


81,000,000 


95, 000,000 


Total, Social Security Administration 


103,670,000 


119,970,000 
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HEALTH SERVICES AND MENTAL HEALTH ADMINISTRATION EXPENDITURES FOR MENTAL HEALTH 

[In thousands] 

1969 





Compre- 

hensive 

health 


Indian 

health 


Mental 

health 


St 

Elizabeths 

Hospital 


Total 


Formula grants to Slates 

Research : 

Training and education 

Construction of community mental health centers.... 

Organization and delivery of health services 

Clinical and community services 

Prevention and control. 


$9,917 .. 


$1,290 


$99,824 
85,397 
28, 290 . 
50, 168 
13,020 
8,782 . 


$526 

536 

10,501 


$9,917 
100,350 
85,933 
28,290 
50,168 
24, 8U 
8,782 


Total, expenditures for mental health by the 
Health Services and Mental Health Admin- 
istration 


9,917 


1,290 


285,481 


11,563 


308,251 



1970 



Formula grants to States $13,500 

Research 

Training and education 

Construction ol ct nmunity mental health centers 

Organization and iluJivery of health services 

Clinical and community services $1,423 

Prevention and control. 



$111,732 $351 

101,783 664 

36, 100 

56,070 

14,500 11,589 

9,607 



$13,500 

112,083 

102,447 

36,100 

56,070 

27,512 

9,607 



Total, expenditures for mental health by the 
Health Services and Mental Health Admin* 
istration 13, 500 



1,423 329,792 12,604 357,319 



Question 7. What criteria arc used by the Administration to assess the rela- 
tive needs of the mentally retarded as compared: with the mentally ill L 
No single set of criteria are or should be employed to assess the relative needs 
of the mentally retarded and the mentally ill. There are, in short, no trade-offs 
made directly between programs in these two areas. Rather, needs are assessed 
in the much broader context of the overall health, rehabilitation, and social 
services programs of the Department 

Questions . Will you please provide the latest available data on a state-bp-state 
basis on resident populations in state and private mental hospitals, and state 
and private residential facilities for the mentally retarded t 
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STATE-BY-STATE BASIS ON RESIDENT POPULATIONS IN STATE AND PRIVATE MENTAL HOSPITALS, AND 
STATE AND PRIVATE RESIDENTIAL FACILITIES FOR THE MENTALLY RETARDED 



Residont patients 





Mental hospitals 


Institutions for the menially 
retarded 




State and 

county 1968 Private 1967 


Public 1968 


Private* 1968 


Total, United States 


400,681 13,764 


192,520 


3 6, 243 



1. Alabama 

2. Alaska 

3. Arizona — * 

4. Arkansas 

5. California 

6. Colorado 

7. Connecticut 

8. Delaware 

9. District of Columbia. 

10. Florida 

11. Georgia 

12. Hawaii 

13. Idaho 

14. Illinois 

15. Indiana 

16. Iowa 

17. Kansas 

18. Kentucky 

19. Louisiana 

20. Maine 

21. Maryland 

22. Massachusetts 

23. Michigan 

24. Minnesota 

25. Mississippi 

26. Missouri 

27. Montana 

28. Nebraska 

29. Nevada 

30. New Hampshire 

31. New Jersey 

32. New Mexico 

33. New York 

34. North Carolina 

35. North Dakota 

36. Ohio 

37. Oklahoma 

38. Oregon 

39. Pennsylvania 

40. Rhode Island 

41. South Carolina 

42. South Dakota 

43. Tennessee 

44. Texas 

45. Utah 

46. Vermont 

47. Virginia 

48. Washington 

49. West Virginia 

50. Wisconsin 

51. Wyoming 



7,699 


O) 


2,343 


(O 


164 


< 3 > 


96 


hj 


1, 128 


83 


988 


3 1/6 


1,667 


O) 


857 


0) 


18, 938 


1,116 


13,355 


3 436 


1,641 


211 


2,424 


70 


6, 100 


607 


4,154 


3 12 


1,396 


O) 


587 


<«) 


5,477 

9,603 


63 

215 


1,308 .... 
5, 156 


3 222 


10,809 


202 


1,700 


(O 


595 


0) 


801 




633 


0} 


700 


O) 


21,561 


683 


9,135 


3 1,185 
(>) 


9,940 


42 


3,837 


1,449 

2,101 


fi 


1,684 

1,967 


6 

O) 


3,901 


262 


1,088 




5,135 


96 


2, 775 


3 164 


2,796 


15 


910 


O) 


7,941 


779 


3, 178 


(*> 


15, 095 


1,410 


7,951 


3 274 


15,294 


891 


12,942 


3 152 


4,244 


O) 


5,215 


3 108 


5, 123 


615 


1,353 


(3) 


7, 488 


251 


2,628 


3 278 


1,376 

2,059 


$ 


944 

2,205 


s 


451 


/i) 


v) 


2,158 
16, 762 


283 


1,053 

6,687 


3 45 


646 


71 


760 


O) 


79,008 


1,316 


27,632 


3320 


8, 259 


161 


4,659 


3 58 


1,208 


< l ) 


1,348 


< J ) 


20, 866 


366 


9, 599 


*141 


3,832 


46 


1,996 


3 24 


2,219 


36 


2,957 


83 


30, 793 


2, 080 


11,591 


31,396 


1,947 


123 


857 


5, 896 


23 


3,305 


Sv 


1,342 

6,983 


( 3? 


1,236 

2,266 


jlj 


14, 235 


478 


10,104 


3 239 


542 
1, 079 


338 


1, 142 
667 


8 


11,371 


259 


3,587 


3 119 


2, 930 


57 


4,043 


0) 


4,594 


22 


443 


(») 


11,698 


297 


3,658 


3 718 


509 


<’) 


649 


CO 



* Reporlingfrom 74 of 188 Institutions. 

3 Partial reporting. 

3 No facilities of this type in operation for year reported. 

4 Not reported. 

Senator Kennedy. Our next witnesses will be a panel to discuss the 
bill with specific reference to title II, which deals with university- 
affiliated facilities for the mentally retarded. 

I am pleased to welcome you, Dr. Gibson, and your distinguished 
associates. 

Dr. Gibson is well known to the committee as a pioneer in the field 
of interdisciplinary training for service to the retarded. 

Dr, Moser is well known i o me for his connection with the Walter E. 
Femald State School in Waverly, Mass., which is unique in its posi- 
tion as the only university-affiliated facility operated m conjunction 
with a State school for the retarded. 
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Dr. Cohen’s institution in Michigan is pioneering in new approaches 
to social and psychological training of the retarded. 

Dr. Cochran’s program in Texas is one of the newest facilities in the 
Nation and represents the variety of facilities whose growth has been 
encouraged by the existing programs. 

I welcome each of you gentlemen, and we look forward to your 
testimony. 

STATEMENTS OF WILLIAM M. GIBSON, M.D., DIRECTOR, UNIVER- 
SITY-AFFILIATED MENTAL RETARDATION TRAINING PROGRAM, 
OHIO STATE UNIVERSITY, COLUMBUS, OHIO, AND PRESIDENT, 
ASSOCIATION OF DIRECTORS AND ADMINISTRATORS OF UNI- 
VERSITY-AFFILIATED CENTERS; HUGO MOSER, M.D., DIRECTOR 
OF RESEARCH AND TRAINING, WALTER E. FERNALD STATE 
SCHOOL, WAVERLY, MASS.; JULIUS COHEN, PH. D., ASSOCIATE 
DIRECTOR, INSTITUTE FOR THE STUDY OF MENTAL RETARDA- 
TION, UNIVERSITY OF MICHIGAN, ANN ARBOR, MICH.; AND 
WINSTON COCHRAN, M.D., DIRECTOR, CHILD DEVELOPMENT 
CLINIC, TEXAS CHILDREN’S HOSPITAL, HOUSTON, TEX. 

Dr. Gibson. Thank you, Senator Kennedy and Senator Dominick. 
I am the director of the university-affiliated mental retardation train- 
ing program at Ohio State University and also to be the president 
of the Association of Directors and Administrators of the University- 
Affiliated Centers. 

Accompanying me this morning are Dr. Hugo Moser, who presents 
the point of view of a university-affiliated facility located in an area 
where it has an integral association with a long-established institution; 
Dr. Julius Cohen, who represents a program which has reached 
maturity recently and shows the kinds of interrelationship that can 
be made between university departments and States and communities; 
Dr. Winston Cochran, from the Texas Children’s Hospital in the 
Houston area which represents the problem faced by a number of large 
geographic areas that are currently not represented in the university- 
affiliated centers program. 

First, I would like to express our appreciation for the opportunity 
to appear before your distinguished subcommittee in order that we 
may express our full support of S. 2846, the Developmental Disabili- 
ties Services and Facilities Construction Act of 1969. 

Our association is composed of the directors and administrators of 
the 19 approved and funded universities, and the 10 universities whose 
programs have been submitted and are awaiting recommendations at 
this present time. 

In addition, there are approximately 30 other major universities in 
this country that are in various stages of planning up to the submis- 
sion of completed proposals that represent the interface between the 
community and zonal needs for the management and concern of people 
who have retarded children and children with related disabilities and 
the need to staff the programs with appropriately trained professional 
and other types of interested trained people. 
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First, the university-affiliated centers have an integral part in their 
development of community and State plans. 

This type of relationship is important to the universities. It is mani- 
fested as an outgrowth in certain areas of State activities in planning 
for the needs of the retarded and handicapped and perhaps helps iden- 
tify why some of the people who are here this morning are people who 
have already come to the acquaintance of those of us who are con- 
cerned with the university aspect of this overall problem. 

This is not a program that is outside the main theme of the need for 
services for the developmentally disabled. 

Senator Dominick. Dr. Gibson, you say 19 funded universities. 
Funded by whom ? 

Dr. Gibson. Construction of these university-affiliated facilities is 
funded by the Division of Mental Retardation, a part of the Social and 
Rehabilitation Services Administration. Cincinnati, as you may well bo 
aware, has been approved but has not had any release of construction 
funds for their particular facility. 

Senator Dominick. The funded universities you are talking about 
are matching university funds, local funds and Federal funds ? 

Dr. Gibson. That is right. 

Senator Dominick. Thank you. 

Dr. Gibson. The university-affiliated center is probably the primary 
activity in universities in this Nation in the attempt to have disciplines 
from various departments in colleges or in schools such as social work 
relate to one another in a method of planning that will allow the uni- 
versity to use and move out into the community as part of the teach- 
ing experience for the students who come to a university. 

Those of you who heard Prince Philip this morning on the “Today 
Show” heard him indicate that universities have some Victorian tend- 
encies. We are willing to concede this and we think that the oppor- 
tunity represented by this program for universities to cross their walls 
and to become more visible may be an important turning point. 

Again, the prevention aspect that has been mentioned by the ad- 
ministration is a primary concern to the universities as well as the 
training of people to meet the needs of the families of the retarded. 
Evaluation of a program which is relatively new in. time is another 
critical aspect that we would like the committee to consider. 

From the university point of view we are concerned that we con- 
tinue to hnve the opportunity to relate to geographic areas, and to 
the needs of people, and that in the training of students we accentuate 
the opportunity for these individuals to go out into the community 
and be able to occupy roles in community or regional facilities with- 
out long periods of orientation and costly further training. 

A program of this nature does not occur overnight, however. The 
buildup of programs within a university and within a community 
takes a number of years. At capacity the presently funded programs 
will be able to offer the community roughly 200 individuals in various 
professional areas who will be. highly trained in a broad area of con- 
cern with the mentally retarded. 

Roughly three times that number, or 600 from each facility, 
will be exposed at least for one quarter of the year or one semester to 
specific couise work or academic interest in the problems of the re- 
tarded and developmentally handicapped. 



1 50 



145 



Again through these facilities and their location within universities 
and communities, roughly 1,000 to 3,000 students from areas such as 
primary education, home economics, social sciences, and similar dis- 
ciplines will have contact with what our society sees as some of the 
primary concerns in this area. 

The universities have a strong commitment to this. When a univer- 
sity makes or develops an agreement to undertake such a program 
they commit themselves to a 20-year period of utilizing this facility 
as well as utilizing the resources of their faculty and the resources 
that they can mobilize in support of these particular programs. 

So tins adds something to a university’s development of interdis- 
ciplinary programs. 

What do we mean by interdisciplinary? This is a point of confusion 
in our language, I was interested in the previous witnesses who ex- 
pressed concern about “developmental disabilities” as a defined 
phrase. 

The majority of people working with the retarded and handicapped 
use the term “development” as an interruption in the sequence of 
ordei’ly growth and capacity, not development in the uterus, for ex- 
ample, that might limit the growth and development of one arm or 
leg. 

So that, when we talk to the different disciplines we find that the 
majority of the people concerned are developmental^ oriented and 
use measures of development as a means of identifying the retarded 
and disabled. 

How do we then bring these disciplines into communication with 
one another and into an opportunity to train students who can inter- 
act with one another? 

This we think is the primary vole of these particular programs, The 
social worker, the sociologist, the medical student, the lawyer, the 
various people who will be given an opportunity through these pro- 
grams to extend their learning, will leave with the intricate knowledge 
of how to relate and communicate with people of other disciplines, 
rather than fostering a cloistered approach to their own disciplinary 
rights. 

The need to identify with other disciplines might be brought to 
light in the sequence of events commonly seen throughout the Nation 
where a family is seen by a psychologist who writes a report, seen 
by a social worker who writes a report, seen by a physician, maybe 
a pediatrician or phychiatrist who writes a report, and we find 60 to 
70 percent overlap in the report and we find discussion concerning 
the family taking place at a time when their physical presence lias 
long since been loot. 

The university-affiliated centers feel the need to develop a more 
active and more integral approach to the needs of the people so that 
the disciplines confer with one another on an equal status, equal con- 
tact basis, and that arising out of a rapid management orientation to 
the problems of a family within this community or within this area. 

These programs will need to provide exemplary services if we are 
going to offer the spectrum of training that we feel is critical. 

We agree with the administration people on the relationship of the 
problem to the lower socioeconomic spectrum of our society and also 
to certain social, cultural elements within our society. 
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Wo feel that the opportunity for a university to take students into 
tlie areas of greatest concern and to work with the development of 
community-based facilities will be one of the strong points that uni- 
versity-affiliated centers can provide. These services like other medi- 
cal and educational and social services are costly in operation because 
the numbers of families seen in relation to the training of individuals 
is costly. 

We cannot use criteria that are service-based and with the number 
of people run through per hour as a means of justifying this type of 
program. 

However, the spectrum of training that this legislation lias opened 
to universities is something that is certainly a strong supportive 
element. 

For the first time we have areas such as sociology, we have law 
students, we have people such as nutritionists in the social sciences, 
people in physical and occupational therapy working toward a solu- 
tion of a family’s problem. 

If the family sees their prime problem as a speecli problem, then 
they have the opportunity to relate to such a student and to such a 
faculty person rather than I am afraid the approach we frequently 
take that if you have 28 hours of assessment then we can tell you to 
whom you can relate. 

The construction requirement in the eyes of the people we repre- 
sent — the universities throughout the Nation — is a very important 
part of the visibility that will be required and the centralization for 
ongoing education and State support that we will need if these pro- 
grams are going to be successful. 

We agree with Senator Dominick that the pattern of State involve- 
ment and State support as well as community moneys will be the 
operating solution oi these programs as well as the community-based 
facilities. 

To achieve this, however, there must be a central focus around 
which this operates. The rather modest amount of $20 million per 
year would provide the opportunity for four to five new programs 
in universities to be developed each year. 

As you know from the number of proposals now awaiting consid- 
eration there is certainly a backlog. 

This legislation does introduce something which is different than 
the previous legislation in its provision for basic operational support. 
This is crucial if universities are going to be successful in inaugurat- 
ing this type of program. 

There are administrative costs related to the development of a pro- 
gram of this stature, the need to bring in support of staff other than 
the trainers, the faculty and the trainees, the student as well as per- 
sons who are not covered in the present training grant areas through 
which the programs receive their operative support. 

Finally, the outgrowth of the support that we see of university- 
affiliated centers through this legislation is perhaps the partial solu- 
tion of the manpower shortage and the need to mobilize appropriate 
manpower that may relate to the original President’s Committee on 
Mental Retardation which demonstrated that the parents of this Na- 
tion are anxious to have the needs of the retarded and develop mentally 
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disabled met within their communities and in relation to the re- 
mainder of the family. 

Thank you. 

(The prepared statement of Dr. Gibson follows:) 

Prepared Statement of Wiluam M. Gibson, M.D., Director of University- 

Affiliated Mental Retardation Training Program, Ohio State University 

Mr. Chairman, Members of the Subcommittee, I am William M. Gibson, M.D., 
Director of the University-Affiliated Mental Retardation Training Program at 
Ohio State University. I am also the president of the Association of Directors 
and Administrators of University-Affiliated Centers. Accompanying me this 
morning are: 

Hugo Moser , M.D., Director of Research .and Training at Walter E. 
Fernald State School in Waverly, Mass. 

Jidii/s Cohen , Pli. D., Associate Director of Institute for the Study of 
Mental Retardation, University of Michigan in Ann Arbor. 

Winston Cochran , M.D., Director of Child Development Clinic, Texas 
Children’s Hospital, Houston. 

On behalf of the Association of Directors and Administrators of University- 
Affiliated Centers, may I express our appreciation for the opportunity to appear 
before your distinguished sub-committee in order that we may express our full 
support of S. 2840, the Developmental Disabilities Services and Facilities Con- 
struction Act of 1069. 

Our Association is composed of the Directors and Administrators of the nine- 
teen approved and funded universities, ten universities in the final stages of 
planning and program development and approximately thirty other universities 
in the early stages of planning. A full list of our membership is appended. 

The plight of the developmen tally disabled has been amply documented by 
the President’s Committee on Mental Retardation. The only questions remain- 
ing are the degree of involvement by Federal, state and local interests, and the 
required implementation for producing the needed trnined personnel to deal 
with the problems of those who are afflicted. 

As a reflection of public concern, enactment of the Mental Retardation Facil- 
ities Construction Act presumed the need for hundreds of community mental 
retardation centers in order to bring treatment nenr the patient, and for thou- 
sands of trained professional personnel to provide the treatment in the com- 
munity centers. Breakdowns In the construction sequence have occurred which, 
if permitted to continue, will further jeopardize the impetus created by Public 
Law 88-104. The “seeding effect** has been too small aiul too sporadic in a field 
with a rich potential harvest of employable humans. 

Interdisciplinary training programs designed to produce large numbers of 
newly trained professional personnel require an extensive period of time and a 
large outlay of initial funding. An impressive number of universities are com- 
mitted in writing to undertake these training endeavors. Imaginative, wide- 
ranging programs of this type dictate significant sums being spent for con- 
struction and staffing over the twenty years to which Congress lias committed 
them for training. The cost of staffing is such that, although state and local 
support is vigorously sought, it is clear that the Federal Government must he 
prepared to carry the major share of the initial funding load if the mandate of 
these centers is to .be achieved. We feel that S. 2S4G constitutes such an effort in 
(he amendments to Title II. 

At present, 242 community facilities have been approved under Part C, Title I 
of Public Lnw 88-164. This is a laudable achievement for the architects of the 
community cure concept and we again recommend the passage of 8. 2846 because 
community centers are given increased funding authorization in the section 
amending Title I. 

We submit that the passage of the Mental Retardation Facilities Construction 
Act constituted a national plan for mental retardation. Stated briefly, the objec- 
tives of that plan were fundamentally three in number. 

1. Improving the services provided to the mentally retarded and 
handicapped. 
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2. Improving the tempo and Quality of professional personnel required to 
serve the mentally retarded and handicapped. 

3. Broadening of research focused upon a prevention of mental retarda- 
tion and handicapping. 

There is no conflict in the three fundamental objectives. One leads logically to 
the next, and is dependent upon the one before. Advancing the cause of service 
to the developmenlally disabled requires a network of community or zonal cen- 
ters. Providing manpower for the community or zonal centers requires a network 
of university training centers. University training has, as a natural concommitnnt, 
research projects into the ameliorative and preventive aspects of the develop- 
mental^ disabled. 

SUMMARY 

Delays in funding have already shaken the determination of many of the 
several dozen other universities which had previously made overtures to initiate 
University-Affiliated Centers. Further interruptions will materially jeopardize 
the intent of the original legislation. 

The need for passage of S. 284G is urgent. It is an excellent hill designed to 
holster a sequence of endeavors which have proven the validity and wisdom of 
the legislation to be amended. 

The Directors and Administrators of University-Affiliated Centers whole- 
heartedly endorse S. 2840 and thank the sub-committee for this opportunity to 
voice our support. 




Program Directors 
(or Contacts) 

University-Affiliated Centers 



University 


Name 


City 


state 


Alabama 


Andrew E. Lorincz, M.D. 


Birmingham 


Alabama 


Alabama 


Alfred A. Baumetster 


Tuscaloosa 


Alabama 


Albert Einstein 


Larry Taft, M.D. 


New York 


New York 


Arizona 


David Wayne Smith, Ed.D. 


Tucson 


Arizona 


Arkansas 


Roger B. Bost, M.D. 


Little. Rock 


Arkansas 


Baylor 


Winston, C. Cochran, M.D. 


Houston 


Texas 


Boston 


Allen C. Crocker, M.D. 


Boston 


Massachusetts 


Boston 


HugoW. Moser, M.D. 


Waver ley 


Massac huseh*. 


Brandels 


Nathan E . Sklar 


Warwick 


Rhode Island 


Brown 


Allen R. Menefee 


Providence 


Rhode Island 


California 


Thomas L. Nelson, M.D. 


Irvine 


California 


California 


Irving Phillips, M. D. 


San Francisco 


California 


California 


George Tar jsun, M.D. 


Los Angeles 


California 


Cincinnati 


JackH. Rubinstein, M.D. 


Cincinnati 


Ohio 


Colorado 


Harold P. Martin, M.D. 


Denver . 


Colorado 


Connecticut 


John Crawley, Ph.D. 


Storrs 


Connecticut 


Duke 


M.R. Project Director 


Durham 


North Caroli\i 


Georgetown 


Robert J. Clayton, M.D. 


Washington 


D.C. 


Georgia 


Andrew L. Shotlck 


Athens 


Georgia 


Georgia 


James D. Clements, M.D. 


Atlanta 


Georgia 


Idaho 


Donald F. Kline, Ph.D. 


Pocatello 


Idaho 


Indiana 


Milton Wisland, Ph. D. 


Bloomington 


Indiana 


Indiana 


Morris Green, M.D. 


Indianapolis 


Indiana 


Inst, of Logopedics 


Charles W. Wurth 


Wichita 


Kansas 


Iowa 


R. R. Rembolt, M.D. 


Iowa City 


Iowa 


Johns Hopkins 


Frederick Richardson, M.D. 


Baltimore 


Maryland 


Kansas 


Richard L. Schlefelousch, Ph.D. 


Lawrence 


Kansas 


Kentucky 


Vernon L. James, M.D. 


Lexington 


Kentucky 


Louisiana State 


Merle F. Warren, Ed.D. 


Baton Rouge 


Louisiana 


Louisiana State 


George R. Meneely, M.D. 


New Orleans 


Louisiana 


Louisville 


Bernard Welskopf, M. D. 


Louisville 


Kentucky 


Marquette 


J. C. Peterson, M.D. 
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Senator Kennedy. Dr. Gibson, would you tell us why you consider 
the university-affiliated concept to be the most, valuable approach to 
the problem of the retarded and other developmental disabilities? 

Dr. Giiison. I would like Dr. Hugo Moser to comment on that. 

Dr. Moser. Our University-Affiliated Center is the Eunice Ken- 
nedy Shriver Center. It is located at the Walter Fernald State School, 
which is the oldest institution for the retarded in the Western Hemi- 
sphere and is the largest in Massachusetts. 

To answer your question very succinctly, the problem has always 
been that most of the retarded are in the institution or in the com- 
munity where the universities are located. To bring the two together 
is what has been to us the prime virtue of the university-affiliated 
facilities. 

In our center the matching funds were provided by the State of 
Massachusetts and not the university. Our center has associated with 
it primarily the Massachusetts General Hospital which was the of- 
ficial affiliator, but in addition six universities in the Boston area have 
very close relationships to the center so that it truly represents a multi- 
university center. 

We have 100 professionals representing 15 disciplines at the center 
only a few of whom would have been there had it not been for the 
center and most of them would not have been in the field of retardation. 

The advantage of the center is that not only the professionals rep- 
resented, but in the fact that it has made it possible, through State- 
supported positions, the training of people of highest professional 
competence. 

We have now waiting lists for State positions in the professional 
field that had been vacant for 10 years. 

In addition, we have found that there are 1,000 college students 
who have had contact with the center during this last year. We have 
found that some who came with greatest reluctance and fear and 
strangeness to the field of retardation have become the strongest sup- 
porters and have shown the strongest interest in the field. 

I might say what are the requirements to make such a center work? 
I would say there are three. The university has to show an interest. 
That is, the department head or dean must be willing to offer univer- 
sity appointments to qualified people and they must give indication 
that they consider this an important enterprise. 

We have found that all of the deans in the universities which we 
are associated with have done this to an admirable extent. 

Two, the program must be multidisciplinary. That is, if one tries 
to develop a single discipline such as medicine or psychology and the 
other disciplines are not strongly represented it is not going to work 
because if one tries to provide services of good quality in one dis- 
cipline, if another discipline is lacking the people in the first discipline 
won’t stay. 

People who want to help patients won’t stay unless they feel that 
comprehensive services are being provided. 

The third is that there must oe support of the type which has been 
outlined in this legislation. Once such support for professionals is 
provided we can then utilize other sources to great advantage in our 
instant State support. 

Senator Kennedy. Very good. That is a very good answer. 
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Let me ask you, in light of the new student interest and the greater 
attention of the universities, how you evaluate the effort being made 
by this kind of arrangement at the Female! School? Plow do you 
relate it to the overall problems of retardation? 

Dr. Moser. I think perhaps Miss Fraser’s reference to the diminish- 
ing waiting list is already one evidence. We are part of the compre- 
hensive mental health plan or mental retardation plan in the State. 

The University- Affiliated Center has been helped by this plan and 
in turn has helped to plan the function. 

Perhaps the best answer I can give to the question is a completely 
unanticipated result of these programs. We had anticipated that pro- 
fessionals would come to the institution but we have found that college 
students not only have been there as students but we have been able to 
attract a great many of them to work in the institutions as attendants. 

I think we have been able to overcome this great shortage of people 
to look after the retarded by attracting to the State school, in rather 
low-paying positions, college students who want to work there because 
it means something to them. 

The reason that they came is that we have a highly structured pro- 
gram with excellent supervisors where the students can see that their 
actions make a difference to the patient. So that we have career people 
who are not career employees but who will spend 2 or 3 years at an 
institution. 

I think this perhaps is the greatest evidence to me that the program 
has reached the community. 

Senator Kennedy. Would you please elaborate on the training as- 
pects of the present legislation with respect to the affiliated facilities? 

Dr. Moser. I think the greatest point that is encouraging to me 
is that we are attracting people of high caliber who would otherwise 
never have come to the field. In a number of instances it has been so 
clear and we are attracting people in areas that are usually not talked 
about but who are extremely important such as occupational therapy, 
physical therapy, recreational therapy. Those are disciplines that had 
a very limited role in the past but now as part of this multidisciplinary 
center approach, take care of patients not in a specific limited way 
but become part of an overall network for services for the retarded. 

Dr. Gibson. May I add to this, Senator Kennedy, I think that uni- 
versities have been seen as the bastions in areas for training in a 
graduate specialty. 

I think both the House and the Senate has been rightly concerned 
that universities perhaps did not accentuate or bring to light the 
needs within society of people who can benefit from an altered train- 
ing role, persons where the university puts accent on the types of 
capability needed to accomplish the job role rather than the other 
more esoteric elements of an overall education. And with these pro- 
grams we have in a number of areas made breakthroughs into the 
university participation in the training of people who will work with 
a family which has a retarded or handicapped child, at an early age 
in their home, to people who will become cottage parents in commu- 
nities and in institutions, to people who will develop skills along the 
physical education area in what we call developmental or remedial 
physical education, who take as their prime target area of training 
the needs of the developmentally disabled. 
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I don’t think we would have seen this occur without this particular 
legislation. 

Senator Kennedy. Let me ask you this question : You have spoken 
of the benefits the program brings to the institution, in terms of the 
new manpower which becomes available to the institution. You men- 
tion that staff positions are now lillecl which had been unfilled before. 
You talk about the advantages to the universities in terms of the new 
interest they are getting from students and the cross-fertilization of 
ideas under the interdisciplinary approach. 

But how are we benefiting the child? Are we getting any direct 
benefits to him, or are the beueiits indirect ? 

Dr. Moser. I think the benefits are quite direct. I think we all know 
that the level of care in the institutions is very inferior still and it 
would be foolish to say that we had solved the problems at our 
institutions. 

But we have in a number of areas made very great gains. We have 
four or five programs that can be used as models anywhere. 

I think we are in the process of eradicating the bad wards and the 
most important element I think is the development of community 
services. 

I think we have always emphasized the need for community alterna- 
tives for institutional care but these community alternatives require 
skilled professionals interested in this field, experienced in this field, 
to make them go. 

Once we have that, a bright professional, we can then affect by 
teaching nonprofessionals a hundred retarded individuals and we 
have seen this on a number of occasions. 

I think the center has a very great value in this respect. 

In regard to our particular center, I would like to emphasize that 
we are part of a regional plan. We serve a particular region of Massa- 
chusetts and we take anybody who comes, rather than those who appear 
interesting. The area that we serve includes low-income areas in 
Cambridge and Somerville and part of Boston so that I think that 
our center is getting to the high concentration areas of need that the 
administration was referring to before. 

Senator Kennedy. In discussing services to the community, would 
you please elaborate on the geographical distribution of the uni- 
versity-affilitated facilities? 

Dr. Giusont. I think perhaps Dr. Cochran will mention that we did 
enclose, for your consideration, two maps with my prepared state- 
ment of the country which show the geographic distribution. 

Dr, Cochran. Senator Kennedy, I think I)r. Gibson and Dr. Moser 
have in part answered this question, but I think I can give you a 
specific example of what happens in a segment of the Nation that 
does not have such a facility available. 

The people requiring service are there and the services have to be 
brought, to them. As far as the provision of these services one cannot 
send trainees some distance to get the appropriate training. 

In the City of Houston, which has now approximately 1.6 million 
persons, they have only one facility in which a mentally retarded child 
can be evaluated at the present time. This is our child development 
clinic which is part of Texas Children’s Hospital. 
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It is operated on a service grant. We have submitted an application 
to be a university-affiliated facility. 

At the same time that we provide service 

Senator Dominick. Let me interrupt you right there. You said the 
city of Houston only has one retardation facility ? 

Dr. Cochran. At the present time, Senator Dominick, all mentally 
retarded children who are receiving comprehensive evaluation are 
being referred to one facility. 

Senator Dominick. You have no outlying community clinics and 
health centers? 

Dr. Cochran. These are being developed but they can only be 
developed in a fashion being proposed by the Texas comprehensive 
mental health, mental retardation plan. 

Senator Dominick. Why? In Denver we have five already. 

Dr. Cochran. It is a matter of inadequately trained personnel and 
insufficient personnel. 

Senator Dominick. I don’t think Texans are any dumber, than they 
are in Colorado. 

Dr. Cochran. No, they are showing the interest, we have had 
excellent cooperation by the universities in the Houston area and 
outside of Houston. 

In the preparation of our grant application they have predicated 
their interest on the fact that there would be a new dimension to their 
training program which this would provide. 

In other words, as has been pointed out, the interdisciplinary ap- 
proach to the developmentally disabled or mentally retarded indi- 
vidually can really only be properly accomplished in the interdisci- 
plinary setting. 

The other routes have been tried and thev have not really been 
successful. The universities have found in this type of legislation, 
a vehicle by which they can learu to work on an interdisciplinary basis 
and an interinstitutiona] basis to develop programs in communities 
for the mentally retarded. 

Another instance in which this approach, this interest, in Texas 
has been rtcently manifest is in the establishment of the teacher train- 
ing program for Headstart which is operated out of Texas Southern 
University, on the basis of the fact that the community had been 
encouraged to go ahead and develop this type of facility, and using as 
a foundation the interdisciplinary clinic setting that we have pro- 
ceeded to develop these programs. 

This is why in our immediate area of 1.6 or 7 million, plus the 
entire State of Texas, which is 11 million, the lack of the university- 
affiliated center not only hampers the development of the community- 
based developmental centers which are part of the comprehensive plan 
but- the development of model programs within a given city. 

So these have to be distributed geographically ; so to speak. 

Senator Kennedy. What percent of the retarded in Houston are 
being evaluated ? 

Dr. Cochran. We see approximately 400 new patients a year, plus 
we carry another 300 or 400 over from year to year because there is no 
facility in which they can receive on-going care. 

The Association for Retarded Children, with whom we work very 
closely, and the cerebral palsy group that we are trying to develop, 
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and other community agencies have expressed great interest in this 
but they do not have the trained personnel to do the job which they 
feel should be done. They look toward this as a means by which all of 
the disciplines can do a better job and till the agencies can operate 
more effectively. 

But as far as the number that are not receiving evaluation, the 
superintendent of schools recently stated that he could probably iden- 
tify 10,000 children with developmental disabilities who were actually 
failing, they had actually gotten into public school but were failing, 
and who need the types of services that can be provided only when 
we have sophisticated training facilities. 

Senator Kennedy. Is the 10,000 figure for the Houston area? 

Dr. Cochran. The Houston area. As far as the rest of Texas is con- 
cerned, there are other areas that have shown interest in developing 
facilities and there is no doubt but what more than one wil] be re- 
quired in Texas. Because you cannot get trainees very frequently unless 
you can provide training centers close to where these people eventually 
are going to want to live. 

Only in this manner can you get interest generated in work with the 
retarded, if you can provide training where the people are hopefully 
going to work. 

Senator Kennedy. Let me ask, Dr. Gibson, in terms of the national 
need and the interest shown by the universities, what resources are 
really necessary to meet this problem? 

In terms of your own experience, your conversations with univer- 
sity personnel, their reaction to the programs that have been devel- 
oped, our ability to develop worthwhile interdisciplinary programs in 
the facilities that are available— can you give us an educated guess as 
to what level of resources is needed? 

Dr. Gibson*. This is difficult to extrapolate. The universities have 
become sensitive to the fiscal stress that was expressed by the admin- 
istration witnesses. 

Many of them embarked on programs which they saw represent- 
ing a tremendous addition to the scope of training that a university 
could offer. For the first time, in addition to presenting a course within 
a discipline relating to the problem, perhaps vaguely relating to the 
problem of mental retardation, they could offer students at different 
levels of competence ail opportunity to pursue learning in this area 
and to pursue it in relation to students of other disciplines. 

The operating cost, however, of such a program, will run anywhere 
from half a million dollars at its inception to $2.5 million to $3 million 
at the time that the facility is completed and fully staffed. 

"While the universities are increasingly showing evidence of their 
participation and their upgrading of these facilities in the priority 
list which they present to their State support areas if they are State 
supported or in priorities for private universities in the continuation 
of these programs, they still feel perhaps they cannot accommodate or 
cannot achieve this goal without continuation, as represented in this 
legislation, both of the opportunity for the universities who would 
like to have these programs to construct facilities, and the basic sup- 
port as indicated in this particular bill which has become such a critical 
issue. 

The universities do not feel that they can initiate or develop these 
programs without this. 




±<S3 



158 



Dr. Cohen. In terms of the development of the program at the 
University of Michigan you get an indication of the extent of the 
university commitment that precedes the development of a plan and 
eventual construction of a facility. 

When Public Law 88-164 was passed, the University of Michigan 
was approached to see whether or not they would be interested in 
developing a university-affiliated center. A senior faculty committee 
was appointed by the vice president which took quite a bit of time and 
then decided to move ahead with the development of the university- 
affiliated center program. 

There was some planning grant support both from the Joseph P. 
Kennedy Foundation and Children’s Bureau to -assist in the early 
planning. 

In 1966, the regents created the institute for the study of mental 
retardation, which is our university-affiliated center. 

At that time there was a major search for a director and a director 
was appointed in 1967. 

In 1967, we started what I would consider the second phase of our 
planning. This phase incorporated over 200 university faculty of the 
University of Michigan, faculty from other State universities, per- 
sonnel from community colleges, to help develop a plan for an inter- 
disciplinary training program in mental retardation. 

We had, in addition to the university personnel, a wide representa- 
tion from community agencies, from the residential institution, from 
the State mental health department, vocational rehabilitation, the 
State education department, local education department. 

We worked very closely with the problem areas that were cited 
earlier both in terms of the large city problem, the smaller city prob- 
lem, and with the tremendous problem of the retarded in the rural 
area working with the staff in the upper peninsula. 

So, with the university providing a tremendous amount of faculty 
time, a plan was evolved for the development of an interdisciplinary 
training program at the University of Michigan. 

We have staff commitment from the present university right down. 
The university at the present time is committing approximately a 
quarter of a million dollars in university general funds toward the 
program that we have evolved. 

In addition we have funds authorized by section 511 of the Social 
Security Act, approximately $200,000 at this time. Most importantly, 
however, we feel that even without a physical facility we have devel- 
oped a focus for much of the university and State concern with mental 
retardation. Our involvement is not merely within the university but 
has very strong community relationships. 

Our thought is that we have to work cooperatively with communi- 
ties and, in terms of Senator’s Dominick’s concern, at a level that a 
community can support a program. 

If you go in as a university with $1 million in grants and try to 
generate something, you can generate a lot of hostility because the 
community feels they could do it better and if they got the $1 million 
they might be able to do more of what they want. 

We work on the basis of what the community agencies are willing 
to support. If there are appropriate funding agencies that have 
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matching funds we would apply for that, but working in strength- 
ening existing community agencies throughout the State mental 
health program, through the community programs, through resi- 
dential programs, 

So that while I mention the quarter of a million dollars that the 
university is putting in this year I don't believe that anybody has 
really added up the total university dollar commitment or stall com- 
mitment to the program- 

Senator Kennedy. One of the provisions of this bill — title II — is 
designed to provide continuing funding for these university centers. 

Do you think that such funding is necessary, or do you find that, 
once the Federal funds become available to establish a facility, it is 
unnecessary to continue funding? 

Dr. Cohen. I think continued funding is required. I believe) there 
are certain areas in which funding is not covered by any of the areas. 

We run into the problem of basic operating costs, the costs not 
directly related to the training of students or to the salary of faculty, 
either the traineesor the trainers.. 

Tn this area additional help is required. I think your bill would 
meet the need of the university training programs. In terms of the 
total operation of most of the programs the figures represent a small 
part of the total operation, the costs that are not covered by any other 
program. 

Senator Kennedy. Senator Dominick? 

Senator Dominick. I just have a couple of questions. 

Dr. Gibson, given the probability of funding of programs as was 
mentioned by Mr. Black, do you still think that you would support 
the concept of funding for the developmentally disabled in addition 
to the mentally retarded ? 

In other words, my thinking is that if we get no more money than 
we have now and vou expand the definition of mentally retarded, 
the effort on behalf of the mentally retarded might go down? 

Dr. Gibson. I really think the name is a rather delicate thing that 
your committee will have to deal with. 

I think if we ask people from the back of the room to give their 
definitions we would need a computer to deal with the outflow. 

The name, I think, though, is a rather choice one if a person does 
not want to, I guess it is safe to use the word “prostitute 57 oneself to 
performance of services to families that do not delineate themselves in 
a nice, easy, handy category. 

*We have to realize that there are many children with mental retar- 
dation who do have an emotional illness overlay which may not, how- 
ever, bo the primary management problem. 

We do have to realize that there is a tremendous association between 
the occurrence of intellectual maldevelopment and appropriate or 
other related physical deformities or disability. 

Senator Doniinick. Isn’t it the fact that the centers now are treating 
these people anyhow? 

Dr. Gibson-. Someoftlie centers are indeed treating and dealing with 
this wide spectrum. They are also, however, dealing with these children 
who pose problems within our school system under the title of learning 
disorders. So that we have tendered in our definition to use the World 
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Health Organization definition of mentally retardation which is 
broader in scope than a number of the areas that we work in are willing 
to accept as being mentally retardation, so that in order to avoid con- 
flict of interest we feel that the term developmental disabilities is a 
reasonable term. 

We do not, however, preclude from this that these centers would 
in anyway become a threat to crippled children’s services. 

If anything, they would tend to support through this term maternal 
and child health programs within most States. This is not something 
I think we can decide as a university-affiliated center group but I think 
it is certainly a significant point that you will have to consider as 
you hear the various witnesses that relate to this particular legislation. 

Senator Dominick. I know from personal observation, having 
served as a trustee in one of these clinics, that many families are auto- 
matically tense and unwilling to cooperate if you consider a child is 
mentally retarded, whereas, if you consider the same child as develop- 
mentally disabled they are perfectly willing to come along and get 
some help under those circumstances. 

It is very difficult to distinguish the two. Will you agree with that? 

Dr. Gibson. We tried to set up an experimental model at Ohio State. 
We have two intake valves, one labeled mental retardation and the 
other is labeled developmental disorders. 

We have really not been able to find any differences in the two popu- 
lations or in their reactions to the wording. 

Now when I addressed the AFL— CIO in my local area X certainly 
picked it up there. I think within America there is still a segment 
of population that is very concerned with the term “mental 
retardation”. 

I think those of 11s who work with the problem see its dimensions 
and see rays of light for solution. However, the term does not become 
nearly as important as the opportunity for some of the problem 
solving. 

Senator Dominick. That is another kind of philosophical question 
here. 

If the universities are unwilling to develop these interdisciplinary 
centers for this purpose on their own, doesn’t this mean that they are 
not placing very high priority? 

Dr. Gibson. If you look at the program, and we have done this at 
Ohio State, you ask yourself a number of questions about the effec- 
tiveness of your university in training graduates as it is presently 
constituted in isolation from the many particular disciplines and 
you rank this and relate it to dollar cost, you find there is a very close 
tie in between the ranking that you have and almost any measure you 
want to iise with the amount, oi dollars available per student. 

This kind of program will offer universities two things : One, it 
will bring more dollars per student because we are dealing with a wide 
range of students. It will offer an educational opportunity to that 
university that will set them aside from perhaps four or five or six 
other universities whose total operation is departmental and college 
related. 

So that the feeling I think among most of the universities is that if 
they can support these programs this makes a breakthrough in their 
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operational outline which could not be achieved by any other means. 

If the funding is not going to be available I think there will be a 
heart-rendering type of reaction on the part of universities who saw 
this as perhaps one of the opportunities to bring into universities 
areas of concern that had not been previously categorized as 
appropriate. 

Wo have to remember that in the development of universities that 
once upon a time psychology was like this program until it established 
its worth, its value, and its intellectual support to training, and here 
again, I think that' we are at a period where the emotional blush on 
this program is receding but where the intellectual build-up is oc- 
curring and does need support. 

Senator Dominick. Yet you say in your statement that “The cost 
of stalling is such that although State and local support is vigorously 
sought it is clear that the Federal Government must be prepared to 
carry the major share of the initial funding load if the mandate of 
the center is to be achieved*” 

’Wlmt you are saying is that unless the general treasury pays for 
this initial funding load the universities don’t put that priority on 
them. 

Dr. Gibson. This is true. Also, it is not followed by other evidence 
that we have and again the acceptance by the group that we represent 
that this is a diminishing ratio. 

I do not think that universities will spontaneously generate these 
programs although there is one State that has become so upset with 
the delay of release of funds that they are moving actively in this 
direction. 

I think the majority of the universities within the Nation will 
need this type of stimulus support to allow the construction of such 
facilities and development of such programs. 

The outrun of this, the increasing university, State and community 
support for these programs, I do not see as a problem, at least in Ohio. 
"We have a lot of interaction between our program and the State de- 
velopmental and planning people. 

The program is one of the recommendations of their Mental Re- 
tardation and Planning Citizens Committee so that there is no doubt 
in my mind that the citizenry of the particular States are anxious for 
their success. 

But wo are representing a large number of universities that do not 
have even the initial plan underway and do not see any opportunity 
within their geographic area without this legislation to ever get such 
a program going. 

Senator Dominick. I think I have made my point. The problem as I 
see it is that there are a great number of very good programs, I 
happen to place a high priority on this one. There are ft number of 
good programs on which the local areas are not willing to put a high 
enough priority of funds. 

■Everybody says, “It is easier to get at the general treasury than in 
the local area so we will come back here to get it.” 

My point is should we not pul more emphasis the other way? 

Dr. Gibson. This is a much broader sociological question than I 
would be prepared to comment on. I realize this is a continuing con- 
cern. However, I would like to comment that the single project grant 
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approach is something that I hope this committee will weigh and 
scrutinize before making any decision. 

I think this could be catastrophic in terms of the development or an 
opportunity for development of this kind of activity. 

Dr. Cohen. I believe if you will look at the Federal money as seed 
money and university-affihnled centered programs as a way to really 
focus on the needs of the community and to provide leadership for 
the various communities, that the end result will be an increasing 
State and local expenditure on the mental retardation programs. 

Senator Dominick. I would think this would be just great if in fact 
it moves that way. 

Dr. Cohen. It is moving in that direction in Michigan. 

Senator Dominick. It is seed money and then everybody comes back 
and says, “Unless we have the money we can’t keep it going.” 
Senator Kennedy. Thank you very much. 

Oui’ next witnesses will be a group of representatives of the United 
Cerebral Palsy Associations. 

Their principal spokesman this morning will be Mr. Sherwood 
Messner, who has been a leader in the voluntary health field for 
many years and is nationally known for his work in community 
organization. 

As I indicated in my opening statement, Mr. Weinricli is here to 
speak for those of the' disabled who are unable to speak for them- 
selves. Mr. Weinricli has a masters degree in social casework and is 
the associate director of one of the most significant UCP departments. 

Also with us this morning is Dr. Elsie Helselj who is a geneticist 
by profession, aiul the "Washington representative of UCP. She is 
the mother of a 23-year-old cerebral palsied son. 

Before we begin, let ine also take this opportunity to commend the 
UCP for the extremely useful assistance they provided the committee 
in connection with the communicable disease control and vaccination 
assistance amendments, which passed the Semite 2 weeks ago. The 
UCP has made a major contribution to our national program to com- 
bat German measles, and I look forward to hearing their views on the 
bill before us today. 

STATEMENT OF SHERWOOD A. MESSNER, DIRECTOR, PROFESSIONAL 
SERVICES PROGRAM DEPARTMENT, UNITED CEREBRAL PALSY” 
ASSOCIATIONS, INC.; ACCOMPANIED BY ERNEST WEINRICH, 
ASSISTANT DIRECTOR, PROFESSIONAL SERVICES PROGRAM DE- 
PARTMENT, UNITED CEREBRAL PALSY ASSOCIATIONS, INC.; AND 
ELSIE D. HELSEL, PH. D., WASHINGTON REPRESENTATIVE, 
UNITED CEREBRAL PALSY ASSOCIATIONS, INC. 

Mr. Messner. Thank you. We do appreciate the opportunity to 
appear in support of S. 284G, the Developmental Disabilities Services 
and Facilities Construction Act of 1969. 

With your permission, I will not read all of the written testimony 
as presented to the committee, but would like to highlight a few of 
what we consider to be the most import t things, from our stand- 
point, at least. 
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Senator Kennedy. Your prepared statement will be included in its 
entirety in the record. 

(The prepared statement of Mr. Messner follows:) 

Prepared Statement of Siieuwood A. Messner, Director, Professional Services 

Program Department, United Cerebral Palsy Associations, Inc„ on Be- 
half of United Cerebral Palsy Associations, Ino, 

summary 

Suggest cd changes in the bill 

Page 1, line 2-3 — change from “persons affected by mental retardation and 
other developmental disabilities” ; change to read “persons affected by develop- 
mental disabilities as defined in the bill”. 

Title I, paged, line 4-5 — change from “services to mentally retarded and other 
developmental^ disabled persons” ; change to read “services to developmental^ 
disabled persons". 

Page 6, line 5-G — change from “leaders in the field of service to the mentally 
retarded and other developmental ly disabled”; change to read “leaders in the 
held of services to the developmental^ disabled”. 

Page 9, line 9-10 — change from “services and facilities for persons with de- 
velopmental disabilities associated with mental retardation”; change to read 
“services and facilities for persons with developmental disabilities”. 

Page 9, line 15-16 — change from “persons with mental retardation and other 
developmental disabilities"; change to read “persons with developmental dis- 
abilities”. 

Page 21, line 11 — after “sheltered employment” add “transportation". 

Page 21, line 13-14 — change to read “information, referral and foliow-along 
services”. 

Title II— change the language throughout from “mental retardation” to “de- 
velopmental disability”. 

INTRODUCTION 

Mr. Chairman and Members of the Sub Committee on Health, I am Sherwood 
Messner, Director of the Professional Services Program Department, of the 
United Cerebral Palsy Associations, Inc,, the national health organization on 
whose behalf I speak. 

I live in New Rochelle, New York. 

I should like to introduce my colleagues with me this morning— Dr. Elsie 
Helsei, parent of a cerebral palsied son and part-time Washington Representative 
for United Cerebral Palsy and Mr. Ernest Weinrich, Assistant Director, Pro- 
fessional Services Program Department, 

We appreciate very much the opportunity to appear here today in support of 
Senate Bill 284G, the Development Disabilities Services and Facilities Construc- 
tion Act of 1909, 

With your permission we should like to make a brief summary statement and 
then highlight points from the written testimony you have before you, 

Language of the hill 

We are particularly pleased with the language chosen to describe the group of 
individuals to he served by the Bill, namely the Developmental^ Disabled. We 
think this choice of language represents an important advance in the thinking and 
knowledge of the needs of seriously disabled individuals and progress in the 
realization that agencies with a categorical focus can work cooperatively to pro- 
vide the comprehensive programs that are required. 

We believe this language will encourage the development of more effective, 
efficient, coordinated and consolidated service programs whose primary purpose 
is to serve individuals with related needs rather than to serve diagnostic labels, 
such as cerebral palsy or mental retardation. In view of our greater knowledge 
and experience, we now know that such labels tell us nothing about the program 
needs of individuals or the services which must be developed to meet their needs. 
We now know that the program needs of the cerebral palsied and the mentally 
retarded are similar but not identical. Some programs for these groups can be 
combined effectively. Others must be developed separately. 

We do not share the concern of some that the use of the broader term, “develop- 
mentally disabled,” will open up services to large numbers of individuals not 
intended for service under this Bill. United Cerebral Palsy has for years opened 



its Developmental Day Care Centers to those seriously handicapped individuals 
for whom there was no other appropriate service in the community. We have not 
been overwhelmed with requests for service. We have learned that individuals 
with serious disabilities share common needs regardless of diagnostic labels. AVe 
are satisfied the protective limitations in the definition of the developmentally 
disabled in the Bill are quite adequate to restrict services to the group intended— 
those whose condition originates in childhood, is expected to continue throughout 
life, constitutes a substantial handicap to the individual, and for whom services 
are not available through any other resource. 

Comprehensive range of services spelled out in the hill 

We heartily approve the comprehensive range of services spelled out in the 
bill. AVe believe such provisions will make possible the filling of gaps in service 
programs for t he developmentally disabled — gaps which have diminished the effec- 
tiveness of already existing services because there has been no way to maintain 
gains achieved in earlier programs. To cite an illustration, there have been 
therapy programs for children for some years. However, at the adult level there 
are only limited services to provide therapy that would maintain gains already 
achieved or even to provide essential medical supervision. AVe know of too many 
instances where children, after years of training and education, have been 
brought to a good level of functioning and performance only to be terminated at 
the age of eighteen or twenty-one because of age and agency limitations. AVithout 
sheltered workshops or adult activity programs these young adults regress and 
are unable to capitalize on gains and skills acquired in earlier years. 

Although our overall reaction to this legislation is enthusiastic endorsement, 
we do have a few concerns. 

Permissive language 

AVe are troubled by the permissive language in some sections of the Bill per- 
taining to the inclusion of the developmentally disabled other than the mentally 
retarded in the services that can be included in the State Plan, Although Section 
130 under Title I clearly states that “The purpose of this part is: 

(a) to make grants to assist the several states in developing and implement- 
ing a comprehensive and continuing plan for meeting the current and future 
needs for services to persons affected by developmental disabilities ; and 

(b) to make grants to assist public and non-profit agencies in the construction 
of facilities for the provision of services to persons affected by developmental 
disabilities.” 

In four other places in Title I, phrases such as “persons affected by mental 
retardation and other disabilities” and “persons with developmental disabilities 
associated with mental retardation” would permit interpretations which imply 
that the developmental disability must he associated unh mcidal retardation and 
that those with developmental disabilities other than mental retardation may, 
hut not must , be included* in the State plan for services. This would continue the 
exclusion of some of the severely disabled cerebral palsied who are not mentally 
retarded but who do have similar service needs. 

AA r e should like to suggest that in the interests of clarity and consistency the 
term “developmental disability,” as defined on Page 20, lines 20 through 25 and 
Page 21, lines 1 and 2 in the Bill, be used throughout without qualifying phrases. 
Otherwise, even under this measure we can envision the developmentally dis- 
abled, other than mentally retarded, again assigned low priority for services 
in the State plan. 

State allotments 

In Section 132 on Page 3, lines 17 to 22 the Bill states “In determining . . . 
the extent of need in any State for services and facilities for persons with devel- 
opmental disabilities, the Secretaiy shall take into account the scope and ex- 
tent of the services specified, pursuant to Section 134 (b) (4), in the State Plan 
of such State approved under this part.” AVe would urge the addition of a 
built-in incentive factor in the formula for States that elect to include in their 
State Plans other categories of developmental disabilities. Otherwise, when 
funds are in short supply, these groups will find themselves as before— lowest 
on the priority list. Although their numbers are small their needs are great. 
Without this feature, we believe there would be further fragmentation rather 
than coordination of services. Agencies serving groups that are left out are com- 
pelled to develop services to meet needs of these groups. The non-ambulatory per- 
son with cerebral palsy is far more difficult to serve than the individual who is 
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ambulatory. This group as a whole is hardest hit by a lack of services, and yet 
has been low man on the totem role for some time. 

Notional and State advisory councils on services and facilities for the i develop- 
mentally disabled 

We are pleased to note that there are to be on the National Advisory Council, 
representatives from leaders in the held of services to the mentally retarded 
and the other developmentally disabled persons. We are also pleased to note 
that consumers or their representatives are to be represented oil the Council. 
We should like to respectfully suggest that this same pattern of membership be 
repeated and be specifically stated for the State Plan and State Advisory Coun- 
cils on services and facilities for the developmentally disabled. 

We ask that the membership be specified in the Bill. We have learned through 
unhappy experience with the Partnership for Health Advisory Councils where 
neither the mentally retarded nor the cerebral palsied are well represented. 

Revision of State plans 

We heartily endorse the provisions for updating the State Plans and hope that 
the regulations for this Section will be quite firm about the review, evaluation 
and updating of the State Plans at least annually. 

In most states the mental retardation planning effort dates back to the 1963- 
1905 period. Taking Ohio as a typical example, plans (except for the construc- 
tion plans) have not been updated since that time. In Ohio some progress in im- 
plementation has been made — including an innovative approach to protective 
services. This is one of the services recommended in the Report of the Presi- 
dent's Panel but listed for the first time to our knowledge in this Bill. However, 
in Ohio an attempt ot legislate the continuance of the Citizens' Committee which 
drafted the Plan with paid staff and funds for Committee meetings was de- 
feated. Unless some funding for continuing work on planning and implementa- 
tion is forthcoming, the Ohio Plan will gather dust and much valuable and cost- 
ly effort will be wasted. 

Another even more relevant reason for requiring an update of the plan is that 
the plans were drafted specifically in the language of mental retardation. Al- 
though many of the developmentally disabled are mentally retarded, they are 
not always included because they were tagged with nnother label. To be consist- 
ent and to make for more effective and efficient coordination of services to the 
severely disabled group, it would seem appropriate to bring the language in the 
State Plans in line with the language in this Bill. 

Groups to be included in the State plan 

On Page 9, lines 9 to 10, we would hope that in this Section also the intent 
is not to indicate priorities but to consider the needs for services of the total 
group. As we have stated repeatedly the non-nmbulatory group and their families 
are often the ones left unserved in the community. Only now are we beginning 
to see this group added to the waiting lists for institutional placement. In order 
to preserve the intent of the Bill, to j-erve nil of the developmentally disabled, we 
should like to respectfully suggest that the qualifying phrases be eliminated and 
the single term developmental disability he used as defined in the Bill. 

Services to be covered 

On Page 21, lines 3 to 14 again we would like to commend the Committee for 
its wisdom in defining “services’* so that at long last it will be possible to pro- 
vide a truly comprehensive program for the developmentally disabled. This will 
make it possible to fill the gaps which unfortunately have accrued because of 
our fragmented approach to services. Seriously disabled individuals and their 
families have a continuum of need throughout their lives. It is both costly and 
inefficient to provide excellent services during the school years, for example, 
and then not follow through with workshops or work activities programs for 
adults. Or, to provide very costly therapy programs for children through age 
18 or 21 to achieve maximum functioning and then, because there is no main- 
tenance therapy service, to permit the person to retrogress, to allow his con- 
tractures to take over, to watch him become a total bed care case because there 
is no encouragement for self-care. 

We should like to suggest Just the addition of two services to those already 
listed: transportation and information nnd referral services. 

Transportation is a major problem in tlie provision of services to the dis- 
abled, particularly for the multiple handicapped. We urge that transportation 
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be duly considered as one of the important services for which federal and state 
funds should be used in a total comprehensive program. 

Concerning information and referral services, we at United Cerebral Palsy 
have found frequently that the developmeii tally disabled and their families 
cannot thread their way through the maze of services available to them. We 
also have found that they frequently are dropped from a service because it Is 
inappropriate or the agency finds that it cannot manage such a severely dis- 
abled person. There may be no immediately obvious service to which to refer 
and thus the individual falls between the cracks of services, gets lost . . . some- 
times for years. 

Information and referral is not enough. We find another component, a “follow - 
along component" is vital. The agency giving this service to a seriously dis- 
abled individual and his family needs to form a partnership for life in order to be 
sure that services continue and to avoid crisis situations. Even if at some period 
there are no organized services to meet needs, continuity of contact with the 
individual and his family should be maintained. 

Title II — University-affiliated facilities 

Even though most of the developmentally disabled Would be included under 
1 lie present language (mentally retarded — which for purposes of this part in- 
cludes other nenrologically handicapping conditions found by the Secretary to be 
sufficiently related to mental retardation to warrant inclusion here), in the 
interest of consistency, we should like to suggest that the language in this Sec- 
tion of the Bill be changed throughout to “developmentally disabled." 

Ifou: this bill will help the cerebral palsied; definition of cerebral palsy 

Cerebral palsy is the general term applied to a group of disabilities caused 
by injury or damage to the developing infant brain. It results in impaired muscle 
control and function. However, this is not a single disability and almost never 
occurs alone but in combination with other problems. About two thirds of the 
cerebral palsied are also mentally retarded ; one-lmlf have si)eecli and com- 
munication problem#; about one-tliird have visual disorders; 20 percent have 
hearing difficulties. Ail undetermined number have learning difficulties asso- 
ciated with perceptual and conceptual difficulties. 

Not everyone with cerebral palsy has all these defects. One in seven may be 
so little affected that he requires no special assistance. Others are totally in- 
capacitated. Most have a combination of symptoms. They need planned coordi- 
nated treatment and training, much of it extending over the greater part of their 
lives. 

They need services that cost more than most families can afford, a multiplicity 
of service programs that no single health agency can provide, such as: physical, 
occupational, speech and hearing therapies; special education programs; devel- 
opmental and day care centers; vocational guidance, training, work-ready pro- 
grams; employment; social and recreational activities; eye care; special dental 
care ; braces; drugs; sometimes surgery; and ongoing medical supervision. Near- 
ly all need special transportation if they are to get to available services. 

But with cerebral palsy, it is not just those who are handicapped who need 
help. Parents and families need help too: counseling and guidance; instruction 
in how to care for a handicapped child; supportive services to maintain home 
and family stability during crisis periods. 

History of United Cerebral Palsy Association s, Inc. 

UCPA was born out of these needs. During the 1040’s groups of parents and a 
few professionals in a scattering of communities joined their efforts to get medi- 
cal and educational help for children whose future seemed hopeless. Services for 
children and adults with cerebral palsy evolved from their concern, their action, 
and thus. In 1049 the national organization was founded. 

What docs UCPA dot 

In the beginning, UCPA affiliates stressed treating what was physically cor- 
rectable-through physical, occupational, and speech therapy, with braces or 
surgery— and learning. Reluctant public school authorities were persuaded to 
accept cerebral palsied children in existing facilities, where possible. United 
Cerebral Palsy established special education classes when necessary and pio- 
neered many advances in this field. 




167 



Recognition that therapy programs which primarily focused on improving 
physical impairments failed to benefit many, led to a broadening of emphasis. 
Some groups organized recreation programs for children and adults. Others 
started sheltered workshops for those whose disabilities prevented tiiem from 
working in a competitive environment. 

The knowledge that cerebral palsied children lag in development behind nor- 
mal youngsters has more recently stimulated the establishment of nursery, pre- 
school and developmental centers, special '‘head start” programs for children 
with multiple handicaps. Concern for more severely disabled adults — and their 
families — has led to day care programs for adults, organized services to provide 
relief for overburdened families. There are also work and social activity 
programs. 

In 19U9 there are 45 UCPA state affiliates and 259 affiliates in local com- 
munities including the District of Columbia. These affiliates offer a wide range 
of care, treatment and training programs for persons with cerebral palsy. 
Large affiliates in major population centers provide or support almost every 
type of service needed. Others purchase services from appropriate local agencies. 
The aim is to see that services are provided but not duplicated. 

Blit there are gaps in the service program. UCPA does not reach ail who need 
its programs. Many are unknown because cerebral palsy need not be reported 
to health authorities. Many severely disabled persons are in institutions for the 
retarded. Those whose major problems are deafness or blindness may be re- 
ceiving services from agencies concerned with these health problems. Others who 
have previously received UCPA’s services have reached “maximum” age limits 
and have "graduated into oblivion." In urban ghettos and in rural communities 
individuals with cerebral palsy may be isolated, living out their years behind 
closed windows or in front of TV screens, because UCP services are unavailable 
or unknown to them. 

These are the continuing challenges that UCPA faces in the effort to carry 
out its primary responsibility of meeting the physical, psychological, social and 
intellectual needs of cerebral palsied children and adults. To carry on this 
mission requires a partnership with other services, both public and private. We 
see the Developmental Disabilities Bill as having tremendous potential for 
helping us to carry on our mission. 

How till .s* hill can help the cerebral palsied 

UCPA has been trying to meet specific problems confronting the development- 
ally disabled that other agencies have failed to meet or do not care to address. 
It lias been our policy not to duplicate already existing services that are 
adequate. We see our role as that of pioneering in new services which are 
needed and lacking. When such a needed service has been identified we try first 
to develop techniques and practices to meet the need. If we can demonstrate to 
our own satisfaction that cerebral palsied can indeed benefit from such a service 
and that there are sufficient numbers to warrant the service, we then try to 
search out the tax-supported agency which most logically should offer the serv- 
ice. We have done this with our diagnostic and evaluation clinics, with our 
therapy programs and with some of our educational programs for the more 
able cerebral palsied. This program policy then continually frees UCPA money 
and staff for new program development. 

We should like to tell you briefly about three specific areas in which we now 
seen need which this Biil could heln us to meet. 

Of the approximately 700,000 cerebral palsied individuals in the United States, 
about 280,000 are estimated to be within the normal intelligence range. How- 
ever, about 33,000 of these individuals are so severely physically handicapped 
that they eanrot even work in sh , *errd work hop . Thcv do not qualify for 
other state and federal programs. They need help in managing themselves and 
their personal affairs. For want of a better name and because of the relation- 
ship to existing patterns of similar but not identical services for children and 
the elderly, we call these Protective Services. 

Protective Services are primarily case management services of a social and 
soeio-legal nature. They help individuals maintain themselves in various kinds 
of special living arrangements rather than being place in institutions. Pro- 
tective services assist the multiply disabled to get those community services to 
which they are entitled and to protect their civil and human rights. The De- 
velopmental Disabilities Bill can certainly help in establishing protective serv- 






ices not ouly for this group but also for the entire group of the retarded who 
need such services — especially after parents die. A protective services program 
should include for those of the retarded group incapable of making their own 
decisions, a public guardianship program so that parents will no longer be 
haunted by the Question “What will happen to this child when we die?” 

Approximately 420,000 of our cerebral palsied individuals are also mentally 
retarded. Obviously this group would stand to gain much by the passage of this 
Hill. Some of this number can, of course, be served by other agencies serving the 
retarded. However, it lias been our experience that as the physical handicap 
becomes moderate to severe, these individuals are quickly dropped from pro- 
grams that would otherwise be appropriate for them. The multiply disabled are 
the last to be added to programs as they are developed, regardless of whether 
they are educational, training, recreational programs, sheltered workshops— and 
these disabled persons are the first to be dropped when budgets get tight. 

Developmental day care programs for children 

UCPA has been concentrating attention during the past few years on Develop- 
mental Day Care Programs for Severely and Multiply Involved Children. We 
have learned that if we can get these children into stimulating programs at n 
very early age and if we can get them into proper supportive equipment so tiiat 
they can attend to their world and their lessons, they can learn. 

We should like to call your attention to the picture attached to your Testimony 
to show what we mean. The youngster lying on the litter seeing not much more 
of her world than the ceiling or the wall of her room isn't very hopeful mate- 
rial for a teacher to try to teach. This child had been managed from that supine 
position from the time she was an infant, except for brief periods for feeding 
in the relaxation chair shown in the next picture. It took time at our Indianapolis 
Center to work her up from the position of lying in the litter most of the day 
to a semi-erect position, and then gradually to an erect position so that she could 
he properly supported as you see her in the Inst picture. 

If you will note her head is supported so that her visual field is enlarged and 
she can see her world. Her elbows and trunk are supported so that she has 
functional use of her lmmls and she can make some effort on her own to hold 
up her head. Her body is in good alignment so that she feels secure in space. You 
can tell by the expression on her face that this little girl Is now ready to learn. 

UCPA lias about 3,000 of these children in its Developmental Day Care Pro- 
grams. The cost is about $1,700 per year per child, including transportation, 
where these 5-day-a-week programs are offered. Many of our affiliates cannot 
afford five-day programs for this group; nor can they serve all of the children 
who could profit from such a program. We estimate there are about 10,000 such 
children in the United States. The Developmental Disabilities Bill would help ns 
reach and teach more. 

I might point out that for children as severely handicapped as is this young 
lady, the alternative to providing Developmental Day Care Programs in the 
community is costly and prolonged institutionalization. 

In Illinois there are two excellent facilities providing what we would con- 
sider adequate institutional care for a person so handicapped. The cost for such 
programs is approximately $10,000 per child per year. Contrast that with the 
?1,700 for which we can program these children at the community level and 
which allows them to live at home with their families. 

HIP and HIST programs 

While we have the picture of this little girl before us, we might point out that 
this type of equipment and management pattern is appropriate for severely dis- 
abled children and adults regardless of where they reside. There are many such 
children hi state schools for tlie retarded. This Bill, as we understand it, would 
also provide the authority for the Hospital In-Service Training programs and 
the Hospital Improvement Programs which have provided the vehicle for our 
UCPA Nurse Consultant to participate in seminars and training programs for 
patient care personnel in institutions for the retarded. UCP lias used these funds 
to train ward personnel and others in the techniques of care and the design of 
supportive equipment. As we all know funds for these programs have been limited 
and they have not been able to grow as rapidly as we had hoped. We see this 
Bill, if it is funded at the level requested, as having tremendous potential for 
help in improving programming for the developmental^ disabled in institutions 
for the retarded. 
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Services for severely disabled adults 

One of the top priority areas for program development within UCPA right 
now is services for the severely disabled adult In our Centers we have not only 
severely disabled adults whom we served when they were children, but we are 
accumulating adults who have been served through other programs during their 
school years. For one reason or another they have not been considered good 
potential for training through the Bureau of Vocational Rehabilitation and they 
and their parents turn to our UCPA affiliates for programming. 

Trying to develop programs for severely and multiply disabled adults is a 
challenging business. The day-to-day management and transportation problems 
alone are almost overwhelming. In addition to the need for year-around activity 
and work programs, these adults need a number of other services if they are 
to be maintained properly in the community in keeping with present-day trends. 
They need specialized housing and follow-along case management services, pro- 
tective services and maintenance medical services. 

A few of our affiliates have developed imaginative programs to meet the needs 
of tliis group, Denver, Colorado has pioneered in innovative and unique adapta- 
tions of equipment in order to enable severely disabled adults to work in a shel- 
tered workshop situation. Columbus, Ohio has over 100 severely disabled adults 
in a combined workshop and work activity Center program. New York City has 
a most interesting developmental program for adults which includes an apart- 
ment for training in independent living. 

In March of 1970 UCPA will sponsor a Conference under a Grant from Reha- 
bilitation Services Administration to pull together some of these innovative 
Ideas' for services and programming for severely disabled adults and to try to 
develop guidelines for agencies that are looking for help in developing programs 
in this area. 

At present we are serving only about 2,500 adults in some fashion — some in 
programs scheduled only one day a week. Others meet only a few times a month. 
It is for this group, where the need is so great, that the expanded service provi- 
sions of the Developmental Disabilities Bill could have a really great impact — • 
special living arrangements, day care programs for adults, sheltered workshops 
with adaptations, protective services. All of these services are desperately 
needed. 

CLOSING STATEMENT 

In closing, we feel the passage and adequate funding of the Developmental 
Disabilities Bill will make it possible to fill gaps in services for the develop- 
ments lly disabled and to hasten the day when, working together, the voluntary 
sector and the state and federal governments can provide a comprehensive pro- 
gram to maximize the potential of all of the developmental^ disabled. 
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66 East 34th Street 
New York, N.Y. 10016 





1 • 7/ns is a severely retarded girl 
who is nine years of age. She has a 
type of cerebral palsy which is re- 
ferred to as tension athetosis. Both 
her arms and legs are affected and 
she is unable to sit alone or to 
swallow with her mouth closed. Her 
legs cross because of tension and the 
pull of a dislocated hip. 



car'-er years she was placed 
in a relaxation chair as shown 
above. This chair was tilted at a 90 
degree angle and was never placed in 
a more upright position as she grew 
older and improved. Because her feel 
were unsupported, she could not 
relax and would stiffen her body. 




Reproduced with permission of: 

Southern Regional Education Board, Atlanta, Georgia 
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3 * Above is a wheel chair adapted ex - 
pecially for her . A 2* jrcb &?// zs attached 
to the back struts to permit a gradual 
raisi)ig of the plywood back. The ply- 
wood is covered with plastic sponge , then 
with a i cashable material. This is to pro- 
tect her back which has a positional 
deformity. The plastic sponge neck- 
pillow is covered with a removable slip- 
cover \ It is constructed so that her head is 
supported at the base of the skull. The 
plywood seat is hinged to the back sup- 
port. The depth of the scat is made to fit 
her and is covered with a plastic sponge 
pillow which is wedge-shaped, t }. o " at 
the front and } }" at the back. This 
pillow, as well as the raised foot rest, 
helps give her body stability and over- 
come her tendency to stiffen her body. 
A 2" wood block attached to the foot rest 
keeps her feet separated . The sides of the 
scat have hip supports to help keep her 
hips from turning. Additional stability 
is obtained by placing soft leather cuffs 
around her thighs and attaching than to 
the side supports , These are buckled on 
the outside of the seal in such a way that 
she cannot scrape her arms against the 
buckles. A wide seat bell is fastened 
across her lap for additional security. 

5 • Here she is in her adapted chair with 
a lap fray attached. Note her relaxed ap- 
pearance and the attempt she is making 
to support her trunk by means of her el- 
bows as well as to hold her head upright 
ami away from the pillow. Compare her 
appearance here with that in pictures 
19 and 20. 




The above picture shows her being 
fed in a scmireclining position . If she 
were fed in an upright position, she 
would choke, never having been seated in 
an upright position. As she gains ex- 
perience and confidence, she can gradu- 
ally be brought to an upright position. 





al 
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Mr. MessnYir. Thank yon. We wanted to tnllc particularly about the 
language of the bill. 

I have been interested to hear the amount of discussion that lias 
gone on in regard to the term “developmental disabilities." * 

As an organisation we feel that this term does represent a relevance 
of knowledge about the needs of severely disabled people and about 
the kinds of programs that are appropriate for these disabled people. 

After all, (lie terms that have been used such as cerebral palsy and 
mental retardation are somewhat arbitrary, particularly the term 
cerebral palsy. 

In fact, some of our medical people don’t use this term at all be- 
cause they feel that it is not descriptive enough of the problems, of the 
individuals concerned. 

However, this is the way it has developed in terms of some of the 
voluntary organizations that are concerned with specific disabilities 
and wi tli parents of these individuals that were interested in starting 
an organization and providing services to the community. We feel 
that it is of some value to identify various categories, but actually 
when you get down to the question of services to those individuals 
the terms really do not mean that much. 

I am sure that the committee is aware that perhaps as many as 
two-thirds of all the individuals with cerebral palsy also have some 
degree of mental retardation. 

However, this means that of the total of 700,000 which we believe 
to have cerebral palsy in this country about 250,000 are not mentally 
retarded but do have a developmental disability. 

Certainly the services, research and the training that have been 
promoted by the mental retardation legislation over the past few 
years have been of benefit to many of the cerebral palsied. 

On the other hand, it has not benefited particularly those indivi- 
duals with cerebral palsy who are not mentally retarded and I have 
to go beyond that and say it has not particularly benlited some of the 
more severely and multiply disabled who are mentally retarded but 
have additional handicaps, physical and otherwise. 

The language of the bill, therefore, with the term “developmental 
disabilities” we would heartily endorse. 

We do not share the concern expressed here this morning by others 
that this will open up the floodgates and swamp the programs and 
services. 

As a matter of fact, our experience would seem to indicate the con- 
trary. Many of onr programs have been opened to individuals who are 
not labeled “cerebral palsied” but who need the services that are avail- 
able in our cenb'rs and programs. For the most part we have not been 
flooded with requests for these services from such individuals. I think 
you will recall that Dr. Gibson and Dr, Cochran made the point that 
yon cannot, frequently come up with a differential diagnostic label in 
a young mentally retarded or cerebral palsied child. 

One particular thing I would like to emphasize is that when some 
of these categorical diagnoses cannot be applied until later in the 
life of the child, this lias meant in quite a few instances that services 
have been delayed. If you have to have a diagnosis of mental retard- 
ation in order to take advantage of programs for mentally retarded or 
if you have to have diagnosis of cerebral palsy for services it means 
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you have lost many important years of early intervention and 
treatment. 

We feel that the limitations on the definition of development dis- 
ability as set forth in the bill are adequate to restrict services to the 
group intended, namely: 

Those whose condition originates in childhood, is expected to continue through- 
out life, constitutes a substantial handicap for the individual, and for whom 
services are not available through any other resource. 

While oil the question of terminology I would like particularly to 
call attention to language in the bill that would seem to us to weaken 
this terminology. 

Specifically in section 130 under title I, the bill clearly states : 

The purpose of this part is, (a) to make grants to assist the several States in 
developing and implementing a comprehensive and continuing plan for meeting 
the current and future needs for services of persons affected by developmental 
disabilities and, (b), to make grants to assist public and nonprofit agencies in 
the construction of facilities for provision of services to persons affected by 
developmental disabilities. 

However, in four other places in title I phrases such as “persons 
affected by mental retardation and other disabilities” or “persons with 
developmental disabilities associated with mental retardation,” appear. 
We feel that this would permit interpretations that were not intended 
by the drafters of the bill to imply that developmental disability must 
be associated with mental retardation and that those with develop- 
mental disabilities other than mental retardation may, but not must, 
be included in the State plans for services. 

This would continue the exclusion of some of the severely disabled 
cerebral palsied who are not mentally retarded but who do have similar 
services needs. 

We would lie to suggest that in the interest of clarity and consist- 
ency the term “developmental disability” as defined on page 20, lines 
20 through 25, and top of page 21, of the bill used throughout without 
the disqualifying phrases. Otherwise, even under this measure we can 
envision the developmentally disabled other than mentally retarded 
again being assigned low priority for services in the State plans. 

While we are talking about the Stale' plans I would like especially 
to call attention to what would appear to be an innovative idea re- 
garding the State allotments. 

In section 132, page 3, lines 17 to 22, the bill states: 

In determining * * * the extent of need in my State for services and facilities 
for persons with developmental disabilities, the Secretary shall take into ac- 
count the scope and extent of the services specified pursuant to section 134(b) (4) 
in the State plans of such State approved under this part. 

We hope this will be interpreted, as we understand was the in- 
tention, as providing a built-in incentive factor to the various States 
to include individuals with developmental disabilities other than men- 
tal retardation, and that some formula can be arrived at so that this will 
be a real incentive for the State. 

We feel that the State mental retardation plans do need updating. 
In the first place, it has been 4 or 5 years since these plans were 
formulated and a lot of things have happened in that time. 

Secondly, the plans were developed within the terminology of 
mental retardation. If we are now to move into what we consider to 
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be a much more appropriate term, “developmentally disabled,” this 
language will need to be altered in the State plans. So we certainly 
endorse this. 

We heartily improve the comprehensive range of services spelled 
out in the bill. Such provisions should make it possible to fill some 
of the present gaps that exist in service programs for the develop- 
mental^ disabled, gaps which have diminished the effectiveness of 
many of the programs because often gains made in one phase of a 
program are lost when an individual is discharged because he reaches 
an arbitrary age limit or when he is considered u to have reached the 
maximum benefit.” 

For example, many children who have had special education and 
training and therapy during their school years and who possibly have 
achieved a reasonable level of functioning, are now adults and are 
sitting at home with no activity programs, and not even regular 
medical supervision to maintain the physical gains they have made. 

The list of services defined in the bill is more comprehensive than 
in any previous legislation. However we would like to suggest the 
addition of just two more. Namely, transportation and follow along 
service. 

Transportation we feel is an essential service element in any pro- 
gram for the disabled. If the individual cannot get to the service, 
obviously, lie cannot benefit from its being available. Many programs 
are underutilized because transportation is inadequate. We urge, there- 
fore^ that transportation be duly considered as one of the important 
services for which Federal and State funds should be used in a com- 
prehensive program. 

Likewise, we have found that many of the developinentally disabled 
and their families are unable to find their way through the maze of 
services and agencies available to them without a guiding hand from 
someone knowledgeable concerning resources. 

Many individuals have gotten lost and fallen between the service 
cracks because no agency felt it was their responsibility to serve as a 
third parent to the disabled person and his family. Information and 
referral services, we find, in many communities are not enough. The 
follow along aspect is vital. Some agency must assume the role of a 
third parent to insure that the service and the client or his family are 
brought together at the appropriate time throughout the life of the 
disabled individual. 

Senator Dominick. Mr. Messner, why cannot the local communities 
provide transportation? Why should the Federal Government have to 
provide local transportation ? 

Mr. Messnek, Senator Dominick, I am not suggesting that this be 
eutirely a Federal responsibility. I think that it has to oe a partner- 
ship as all of these services must be. 

Senator Dominick. Why? 

Mr. Messner. Partly because the mass transportation that is now 
available, particularly in our urban areas, is totally inadequate for the 
disabled. 

I think you are aware that some studies are being done with regard 
to the use of mass transportation by the disabled and major recom- 
mendations are being made for improvement of mass transportation. 
But without a commitment of a great deal more funds than we see on 
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the horizon at tire moment in this field we do not feel that mass trans- 
portation is ever going to provide the answer. 

This means that if the disabled are going to be able to take advan- 
tage of programs that are available, special transporation has to be 
provided and this can take a variety of forms. 

We have had some good experience with volunteer transportation. 
This, however, is limited by a number of factors. We hope some day 
the Department of Transportation will take a look at what some of the 
insurance restrictions are on volunteers transporting disabled people. 

What it comes down to finally is that the agency providing the pro- 
gram has to furnish transportation as part of the service program. I 
think it would be of interest that our affiliate in New York City is 
budgeted for a quarter of a million dollars for transportation for this 
year alone. Otherwise, the individuals would not get to the services. 

The voluntary funds and the local community funds can provide 
part of the funding but not all. We would consider transportation as 
much an essential part of a total comprehensive program as any other 
aspect. 

Senator Dominick. I would agree with that. I am not sure I agree 
with you on the funding of it. But go ahead. 

Mr. Messnek. I would like now to discuss a little more specifically 
how this bill will help those with cerebral palsy. As I indicated before, 
cerebral palsy is a general term that applies to a group of disabilities 
caused by injury to the developing bram. The result is impaired motor 
function. 

However, this is almost always associated with and found in com- 
bination with other disabilities. I have indicated perhaps two-thirds 
of the cerebral palsied are also mentally retarded. About half have 
speech and communication disorders. A third have visual problems. 
Twenty percent have hearing difficulties. An undetermined number 
have Darning disorders associated with conceptual and perceptual 
problems. 

So we are dealing with a complex problem. Some individuals with 
cerebral palsy are only mildly handicapped and require few, if any, 
services. Other's are totally disabled and many of these will be found 
in institutions for the retarded, whether or not this is the most appro- 
priate placement for them. 

In between these extremes there is an infinite variety of combina- 
tions of disorders. Most individuals with cerebral palsy do need spe- 
cial srvices and these almost always have to continue throughout their 
lifetime. These services are costly and certainly no family can afford 
to pay for all of them; nor can a single health agency provide the 
whole range of services. 

At least 50 different kinds of services are needed at different times 
and in varying quantity. Not only the individual with cerebral palsy 
needs help but the families of handicapped also need a variety of sup- 
portive services to maintain their stability. UCPA has tried during 
its 20 years of existence to help meet these needs. 

Through 45 State affiliates and 259 local community chapters a wide 
range of diagnostic treatment and care programs have been provided, 
supported or purchased. 

However, there are gaps in the program. Many individuals with 
cerebral palsy have not even been identified and referred to existing 
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adults who cannot be employed even in sheltered workshops. At this 
point I would like my associate, Mr. Weinrich, who, as has been indi- 
cated, is disabled from cerebral palsy, is a trained social group worker 
and has been carrying primary responsibility for this phase of our 
program, to take a few minutes to tell you about this. 

Mr. Weinrich. I appreciate this opportunity to express some of my 
thoughts about this act and what it could mean to the severely handi- 
capped adult. I emphasize severely handicapped adult. As was indi- 
cated, I have cerebral palsy. I am one of the few CP’s who got through 
life without very much specialized service. 

I am also one of the few who are working. Because my handicaps 
arc not severe I have been able to take advantage of opportunities 
that society accords its nouhandicapped members. I have received 
training and experience as a social worker. 

My education and experience is helping me to coordinate a national 
HOP A task force concerned with promoting service programs for 
the nomvorking teenagei*s and adults and devising means for their 
delivery. 

In addition, it is my job to interpret the needs and aspirations of 
disabled persons to those who are not handicapped and to explain why 
those in the majority should heed the voice of this special minority: 
I am trying to speak for the severely handicapped. It would be better 
if they could speak for themselves and given the opportunity they 
can. 

However, I am here to urge in their behalf your support and favor- 
able action on the bill under discussion. 

When I was growing up the problem was not only that medical and 
therapeutic services were unavailable; the problem then was that they 
really didn’t know what to do to help the condition. Now we do. At 
least, we know a great deal more. 

We know that if we can reach disabled children earlier, we can 
diminish the impact of their handicaps. And we know that those who 
suffer a combination of moderate to severe mental and physical handi- 
caps require continuing and comprehensive medical, psychological, 
vocational, social, and recreational services throughout their lives. 

The fact is that we know that the multi-handicapped adult^ no mat- 
ter where he lives, is nearly always without adequate medical care 
and management. 

Very often he has not had the benefit of a medical examination or 
evaluation for years. Most such persons are also devoid of any mean- 
ingful social, recreational, or work activity. It is these services that 
TTCPA would like to provide. 

I would like to mention here that some of our affiliates have already 
started some innovative programs. Some of our affiliates have gone 
into what we call independent living: simple things such as how to 
make change, how to dress, hygiene matters, liow to take care of an 
apartment. One of our affiliates has established an apartment where 
severely handicapped cerebral palsied adults actually receive the 
experience and training of taking care of and living in an apartment 
as well as being host and hostesses. 

Another affiliate has gone into adult education to broaden life 
experiences. They have become concerned with voting and have learned 
the routine concerned with absentee ballots so that they can vote. 
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In another State we have begun* to utilize the life experiences of 
these adults. They have been through it; they know what the score is. 

In a rural area we have begun a “Be A Buddy” program so that 
social development activities can be promoted on an individual basis. 
This is going to follow the pattern of the Big Brother movement which 
has been so successful in this country. 

In March, we are going to have a national conference on Life Enrich- 
ment of tlie Cerebral and Multiply Handicapped who are culturally 
and socially deprived. This national conference is being financed 
largely by SKS. 

In Denver our sheltered workshop is indeed serving the severely 
handicapped. I have never seen so many severely handicapped adults 
as in our UCPA sheltered workshop in Denver. 

UCPA affiliate groups have identified the severely disabled teen- 
ager and adult as a top priority target for services. Passage of S. 2816 
would provide the essential support that would enable community 
groups to begin a concentrated effort in this direction intsead of con- 
tinuing the piecemeal approach they have had to utilize until now. 

The greatness of our Nation has shown that we can go to the moon 
and also address ourselves to the urgent problems of poverty, unem- 
ployment, underemployment, education, housing and to the other 
social and economic problems of minority groups. 

Thus, it is consistent and appropriate for our Government to direct 
the same concern to the problems of another minority group, the 
severely disabled, the millions of Americans among us who aspire only 
to be really a part of our society. 

Thank you. 

(The prepared statement of Mr, Weinrich follows,) 

Prepared Statement of Ernest Weinrich, M.S.W., Assistant Director, Pro- 
fessional Services Department, United Cerebral Palsey Associations, 

Ino. 

I am Ernest Weinrich, assistant director, Professional Services Department for 
the United Cerebral Palsy Associations. I appreciate this opportunity to express 
to you my thoughts about the Development Disabilities Services and Facilities 
Construction and Services Act, S. 2846, and what It could mean to the severely 
handicapped adult. 

It is evident that I have, cerebral palsy. But although I am handicapped, I 
am one of the fortunate — the one C.P. out of seven who can get through life 
without specialized services. And, I am also one of the 20 percent of the cerebral 
palsied who is employed. 

Because my handicaps are not severe, I have been able to take advantage of 
opportunities that society accords its nonhandicapped members. I have received 
training and experience as a social worker. 

Now I use my education and experience to coordinate a national UCPA task 
force concerned with promoting service programs for the non-working teen- 
agers and adults and devising means for their delivery. In addition, it is my job 
to interpret the needs and aspirations of disabled persons to those who are not 
handicapped and to explain why those in the majority should heed the voice 
of this special minority, 

Today, I speak for the severely disabled. It would be better if they could 
speak for themselves, and given the opportunity they can. But today I am their 
spokesman and I am here to urge your support and favorable action on the 
bill under discussion. ' 

When I was growing up, the problem was not so much that medical and 
therapeutic services were unavailable, The problem then was that they really 
didn’t know what to do to ameliorate the condition. 

But now, in 1969, we do know. We know that if we can reach disabled chil* 
dren early enough, we can significantly diminish the impact of their handicaps. 
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And we know that those who suffer a combination of moderate to severe mental 
and physical handicaps require continuing and comprehensive . . . medical, 
psychological, vocational and recreation . . . services throughout their lives. 

The fact is, that we know that the multihandicapped adult, no matter where 
he lives, is nearly always without medical care and management. He has not 
had the benefit of a medical examination or evaluation of his condition for 
years. Most such persons are also devoid of any meaningful social, recreational 
or work activity. 

It is these resources and services UCPA would like to provide. And it is the 
developmental disabilities bill that could provide immense assistance to groups 
such as our own who are concerned with hardcore problems of adults with severe 
multiple handicaps. 

UCPA affiliate groups have identified the severely disabled teenager and adult 
a top-priority target group for services. Passage of S. 2840 would provide the 
essential support that would enable community groups to begin a concentrated 
effort in this direction instead of continuing the piecemeal approach they have 
had to utilize until now. 

Our Nation, has recently begun to address itself to the urgent problems of 
poverty, to unemployment, underemployment, education, housing, and to the 
other social and economic problems of minority groups. Tims, it is consistent and 
appropriate for our Government to direct, the same concern to the problems 
of another minority group— the millions of Americans among us who aspire only 
to be useful members of our society. 

Senator Kennedy. Thank you very much, Mr. Weinrich. You paint 
a very bleak picture about programs for the severely handicapped 
adult. Just what are these people doing today? 

Mr. Weinrich. Unfortunately, the picture is almost as bleal: as 
I have painted it. Many of them are at home doing nothing. 

We have had some opportunities among our various aililiates to try 
new approaches. An outstanding one, perhaps, or an unusual one is 
that one of our affiliates takes severely handicapped adults on trips — 
here to Washington — as a matter of fact, all over the world. 

Another affiliate is concentrating on the practical aspects of living, 
communication, typing. 

The interesting part of this is that most of these programs are not 
in special facilities but we try to use what facilities are available in 
the community: community centers, churches. We have homemaking 
programs, cooking programs, reading, writing, and arithmetic. 

You will be amazed, Senator, at how many of our teenagers get 
through school and can’t use what they have learned outside. So we 
are concentrating on those things which make teenagers and adults 
able to function in society. 

These are some of the things that are going on. We need more of 
them. 

Senator Kenndey. Thank you. That is very helpful commentary, 
very helnful testimony. 

Mr. Messner. I would be interested in learning your reaction to the 
statement of the Assistant Secretary for Legislation of HEW, Mr. 
Rlack, that we are spending $585 million on mental retardation. 

He gave a brief breakdown of that figure in his testimony. What is 
your sense of priorities as to the way we ought to he spending those 
funds? 

Mr. Messner. Senator, L too, would be interested in seeing a more 
detailed breakdown of that $585 million because T think we were told 
that actually only about $20-sonie million is going through the chan- 
nels of the Division of Mental Retardation. 
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Obviously, the mentally retarded and others with developmental dis- 
abilities do benefit from some of the programs that Mr. Black referred 
to. 

From our own rather narrow standpoint I would say that our people 
benefit very little. About the only Federal program that some of the 
adults Mr. Weinrich is describing benefit from is aid to the perma- 
nently and totally disabled. 

There are, of course, a number of these individuals who are receiving 
minimal support through this program. But for the most part these 
individuals are not eligible for vocational rehabilitation services; they 
are not getting the benefit of many of the educational funds that un- 
doubtedly are included. 

The revisions that will be made in the welfare program hopefully 
will help. But I find it hard to see the $585 million. 

I would like to say one thing further in this connection, I think. Mr. 
Black did indicate that the broadening of the language used in the bill 
would result in duplication with other services. That- may be true in 
some categories. I am not very familiar, for example, with what is 
being done through the comprehensive mental health centers in various 
communities. 

He did mention the emotionally disturbed and mentally ill. Certain- 
ly from the standpoint of the cerebral palsied^ whether or not they are 
mentally retarded, I can see very little possibility of duplication. 

For example, services to ci'ippled children were mentioned. It is 
true that many individuals with cerebral palsy have been benefited by 
services to crippled children but for the most part this has dealt only 
with the motor aspects of their disability. 

Also, these services cut off at age 21, so that again the adults who are 
not eligible for vocational rehabilitation services cannot benefit here. 

Again, I see very little possibility of duplicating other Federal and 
State programs. 

Senator Kennedy. In terms of the figures that are used in the pend- 
ing legislation, which are based on our information of the existing 
need, I wonder whether you would give us your reaction as to whether 
they are too high or too low ? 

Mr. Messner. You are talking about the figures on incidence ? 

Senator Kennedy. The authorization figures. As a professional 
concerned with this problem and aware of the dimensions and intent 
of the legislation, can you give us your reaction to these fignres? 

Mr. Messner. I would say offhand that they seem minimal to do 
the many, many things that have been identified here. As we listened, 
for example, to the people involved with the university-affiliated fa- 
cilities, I would expect that the entire $100 million the first year could 
be utilized in that direction. 

We certainly know that there are great unmet needs in terms of fa- 
cilities and not residential facilities for the develop mentally disabled. 

Mr. Weinrich mentioned the fact that we use a variety of commun- 
ity facilities. This has some beneficial aspects but it also constitutes 
a problem in many respects because of architectural barriers, because 
of conflict with other groups who need to use these same facilities. 

While we would be happy if the bill could be funded up to the 
amounts indicated, I would say it would only be a beginning. 
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Senator Kennedy. Dr. Helsel, I know you are a geneticist. I wonder 
if you can give us any information on the progress which lias been 
made in the field of research in this area? 

Dr. Helsel. In cerebral palsy, not much because it does not seem to 
have a genetic base. In the field of mental retardation we are making 
tremendous strides in this area. 

However, I think I could contribute to our discussion here not 
so much as a geneticist but as a parent. As I sat here this morning I 
realized from personal experience what this fragmentation of diag- 
nostic labeling can do. 

Wo have a 23-year-old son who is very mildly mentally retarded 
but severely disabled physically. Early in our lives before psychologi- 
cal tests were too accurate, it was decided that he was moderately 
mentally retarded. He was placed in a community class for the men- 
tally retarded, was doing very well, was happily adjusting, and making 
good progress. 

Unfortunately when review time came along they changed the 
diagnostic label and said, “No, he is not mentally retarded. You will 
have to put him elsewhere. He really belongs in a public school. He 
was transferred. 

The public schools were not staffed or equipped to handle him. It 
was a very disastrous experience for us. 

I think this is the kind of experience that can occur in a community 
ina service area when you have to have the right label in order to fit 
into a particular program. 

Mr. Messner. May I suggest, Senator Kennedy, that in the broader 
area of the research it would seem to me obviously there is still a great 
deal that we don’t know about the causes of cerebral palsy and mental 
retardation and other development disabilities. 

However, I would submit that we know a lot more than we are 
using. It would seem to me that one of the impacts of this bill would 
be to put into use some of the research knowledge that has been gained 
and is not being used at the present time. 

Senator Kennedy. I want to thank you all very much for coming. 
It has been very helpful testimony. 

Mr. Messner. Thank you. 

Senator Kennedy. It will he very useful to the committee. 

Our final witness this morning will be the Reverend Damien 
O’Shea of Westville Grove, N.J. Father Damien has a special interest 
in the development of private facilities for the retarded. He is the 
director of the St. John of God community services in Westville 
Grove, N.J. Among his principal activities has been the devel- 
opment of a special school program for training mentally retarded 
children between the ages of 3 and 14. 

Father O’Shea, we welcome you before the committee. You have a 
statement. We can proceed in whatever way is most appropriate for 
you. You may read your statement if you wish, or you may summarize 
it for the committee and include the entire statement in the record of 
the hearings. 
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STATEMENT OP REV. DAMIEN O’SHEA, O.H., DIRECTOR, ST. JOHN 
O.H., DIRECTOR, ST. JOHN OF GOD COMMUNITY SERVICES, WEST- 
VILLE GROVE, N.J.; ACCOMPANIED BY LA.WHENCE FIEDELMAN 

Father O’Shea. I would like to highlight some of the points of my 
statement, presenting them from a different angle ajicl commenting on 
parts of previous testimony submitted this morning. 

Senator Kennedy. Your statement will be included in the record. 
You may proceed. 

(The prepared statement of Reverend O’Shea follows:) 

Pretpareii Statement by Rev. Damien O’Siiea, O.H., Director, St. John or God 
Community Services, W estv^le Grove, N.J. 

Fr. D. O’Shea is particularly concerned with the plight of parents* of mentally 
retarded children requiring residential care who have no choice in the place- 
ment of these offspring due to existing legislation and their inability to pay the 
total cost of private residential care. It is his view that the position outlined 
in the paper, “The Free Choice Principle in Care of the Mentally Retarded” by 
Dr. Robert E. Cooke, John Hopkins University School of Medicine, should be 
adopted and incorporated into the above Act. 

“My severely retarded child has been on the State residential waiting list for 
the past three years and there is still no word about a vacancy.” 

“I visited my boy in a State residential center and came away on the verge of 
a mental breakdown after seeing the overcrowded conditions, the dilapidated 
buildings, the absence of qualified staff, the lack of organized educational and 
recreational programs and the general air of apathy and surrender to the in- 
evitability of prevailing conditions.” 

“I can’t afford to send my child to a private place and it breaks iny heart to 
see her as a mere forgotten number in the wilderness of nonentities merely 
existing in a large State institution.” 

“My child was in a lovely private place due to the State purchasing care there. 
Now he has been taken out and is in a huge State institution. He is lost there 
and I’m so depressed that this had to happen.” 

“I was advised that the quickest way of getting my boy who is mongoloid into 
an institution for the retarded, was to have him placed in the local State mental 
hospital. Now he is in there with old senile people for the past two years and 
I can’t get him transferred despite all my efforts.” 

T.’iese are but a few of many hundreds of similar stories coming to our one 
agency here. Multiplying them a hundredfold or a thousandfold would not ex- 
haust similar human stories experienced in American daily lives. 

Is there an answer to this dilemma? Can we walk on the moon and aim at 
exploring other more distant planets and with our vast technological, scientific 
and financial resources, are we, who represent the greatest nation oil earth, pre- 
pared to admit defeat in the challenge that mental retardation poses to us? 

The implementation of Bill S. 2846 cited as the “Developmental Disabilities 
Services and Facilities Construction Act of 1969” would be a very positive step 
in the acceptance of this challenge. 

“The mentally retarded may he the victims of fate, let them not be the victims 
of our neglect. In all the fields of medical science there is no problem about which 
ignorance is greater than the problem of mental retardation. It affects the chil- 
dren of the rich and the poor, it transcends geographic boundaries, it does not 
respect race, color or creed. It is the greatest national, social, cultural and edu- 
cational problem in the country today.” — John F. Kennedy. 

The number of retarded is more than double the combined figures of cerebral 
palsy, poliomyelitis and rheumatic heart conditions. 

There are 5,500,000 retarded in the United States. Over 200,000 alone in New 
Jersey. Facilities for approximately 20,000 in New Jersey ; three out of every 100 
babies born who are mentally retarded. 

About 200,000 adults and children currently reside In 150 publie or State insti- 
tutions for the retarded in the U.S. at a cost of $500,000,000 n year in operating 
expense alone. This averages out at $7.00 per day per child which is about one- 
eighth the amount spent for a day’s general hospital care. Four states spent less 
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than $4.00 per day in 1906. In contrast five of the largest zoos a few years ago 
were spending an average of $7.00 for their large animals. 

Another 20,000 retarded reside in approximately 500 known private facilities. 
Many thousands lie in mental institutions or approximately 10% of all residents 
in public mental hospitals are retarded. 

Over half the public institutions in this country house more than 1,000 resi- 
dents per institution. 

A triple problem confronts most public residential facilities: (1) Overcrowd - 
infft (2) Undcrs faffing and (3) Under- financing. 

(1 ) Overcrowding \ Many institutions have a three year waiting list or longer. 
Most institutions — already overcrowded — would have to expand by more than 
25 per cent in order to eliminate their current waiting lists. Even if this could be 
accomplished wliat about the more than 3,000 who are annually added to the 
numbers requiring residential care. 

(2) Understaffing : About 11% of the 90,000 persons employed in public in- 
stitutions are classified as professionals. Most of these are teachers and nurses. 
The nurses are usually State registered nurses with little professional training 
in the field of mental retardation. Fewer than 2% of all institutional personnel 
are classified as psychiatrists, psychologists, social workers and speech thera- 
pists. Attendants are the main executors of Institutional Programs with responsi- 
bilities ranging from being a substitute parent, janitor, record-keeper, part nurse, 
part physical therapist, part psychologist and part educator. Though they are the 
most important people in the lives of the institutionalized retarded, the vast 
majority come with no relevant past experience. Many come with less than a 
twelve grade education. A recent survey showed that in 16 States on the average, 
20% of the attendants are replaced in a year. The high turnover is due to the 
undoubtedly low standard and criteria of selection and the scarcely above poverty 
salary scale they receive. Most attendants earn less than $350. per month. Many 
earn far less, 

(3) Under financing : The 1966-67 per diem costs over the country (excepting 
Alaska which is $22,00) ran^e from ?3.00 — $4.00. This contributes to the under- 
staffing in relation to professional and non-professional persons. In many states 
professional salaries have been so low as to attract no one of competence and 
non-professional salaries for attendants in many areas are frequently below the 
national poverty level. As a result in 1967 about 30% of all budgeted positions in 
public residential facilities are now vacant. 

Adding to this bleak picture may be included the following defective points 
which equally merit chapters to themselves — 

(a) Obsolete architectural and philosophical design of most institutions; 

(&) Remoteness of institutions from urban settings; 

(c) Lack of a greater educational program for a generally unenlightened 
community; 

(d) Inertia, despondency and frustration by administrators and politi- 
cians in not accepting the problem as a challenge and thereby ensuring re- 
tarded persons their constitutional and inalienable rights ; 

(e) Inability of the retarded to speak for themselves and too few with 
the time or desire to champion this supposedly lost cause ; 

(/) Blindly seeing the retarded ns numbers, statistics and classifications 
rather than as individual human beings and seeing their parents as persons 
who could have been YOU or myself; 

(g) Equating the retarded person with a dollar and finding the dollar the 
winner; 

(70 Just as the Medicine Act of 1965 applies to so many health services, 
is not the residential retarded person and parents entitled to a counterpart 
service?; 

(i) Shall the low and middle income group of parents be continued to be 
deprived of their earned rights and prerogatives in seeking after what is 
better if not best for their retarded offspring in need of residential care; 

(j) The previously dogmatic statement that the large institution of a 
1,000 beds or more can be operated more economically than the small per- 
sonalized center of 50, 100, 150, or 200 beds, is already under siege as a fallacy 
and rightly so; 

(fc) Surely it must be possible for us to profit from our own mistakes and 
from the experience of others more qualified in the field especially in rela- 
tion to the philosophy and methodology of the implementation of modern 
and futuristic residential programs in Europe. 




- T rq 



384 



May I briefly be permitted to give a resume of a program instituted by the 
Brothers of St. John of God since arrival in the United States four years ago. 
This program up to the present has been underwritten and sponsored by the 
Diocese of Camden, New Jersey. While it is a private day school program rather 
than a residential one, it conveys many progressive ideas and features that could 
be equally applied and incorporated into a residential private program as is ad- 
vocated here. It portrays a progressive and optimistic outlook, avails of the most 
up-to-date means and materials and utilizes the seemingly infinite availability of 
volunteers comprising doctors, psychologists, university professors and lecturers, 
nurses, carpenters, plumbers, electricians, gardeners, typists, accountants, univer- 
sity and high school students, housewives and a host of other persons qualified in 
a varying multiplicity of areas. Perhaps their involvement has been stimulated 
by their recognition of how little is being done in the total field of mental re- 
tardation, the vast amount that can be accomplished and allied to the fact that 
the Brothers hare the professional and practical experience of thirty years’ 
study and involvement in residential and day programs in Ireland, England, 
Scotland, the Netherlands and Scandinavia. 

A. Type of Program: Special day school for 00 trainable retarded pupils aged 
3-14 years open to children of all denominations and tuition free. Over 70% of 
the pupils have Down’s Syndrome (Mongoloidism). 

(1.) Special Features of School: It is located on a 27 acre site allowing plenty 
of room for expansion. Between the eight classrooms and cafeteria, gymatorium 
and offices there are no steps. Ramps are utilized in order to facilitate pupils 
with physical mobility problems and thereby allowing for the multi-handicapped 
child. All classrooms are carpeted, larger than State requirements, the maximum 
of light is used. Each classroom is completely self-contained equipmentwise with 
plenty of closet space. Trapezoid and semi-circular tables, chairs, sliding black- 
boards, visual aids are also adjusted to the height of the pupils within the differ- 
ent classrooms. Off each classroom is a smaller room allowing for individnnlized 
instruction, as for instance speech therapy. Toilets, baths and showers are ad- 
justed to the pupils’ size. A unique feature is the installation of one way mirrors 
off every classroom allowing for observation by parents, students and visitors 
and permitting tuning into classroom programs and taking of notes without chil- 
dren being aware of observers. Also included is a fully equipped home economics 
unit permitting cooking, table setting, clothes washing and drying, sewing, bed 
making, hygiene and hair styling. Two indoor and outdoor play areas including 
a large gymatorium are added features as well as a conference library room, 
production center unit and a medical health suite. 

(2.) An academic*occupational-soeial program is stimulated from the earliest 
years. Exposure to outside influences including ice skating, bowling, trips to zoo, 
pony farm, museum and recreational centers are used to stimulate emotional, 
maturational and social development. In each classroom, in addition to the 
trained teacher there may be one, two or three volunteers. Some of these are re- 
tired teachers, music or art instructors or housewives with patience, under- 
standing, love and discipline. Sixty mothers of pupils operate on a rotational 
basis in assisting the children at mealtime. Monthly educational meetings of par- 
ents ami friends are added to a regular classroom monthly meeting where the 
school and the home is integrated into a joint approach toward benefiting the 

Medical Health Program: This includes 20 medical doctors of different 
specialties and 20 nurses who have volunteered in providing a comprehensive 
medical health and sex education program for tiie pupils. The medical informa- 
tion obtained is designed in such a manner that it can he computerized at a later 
stage with n view to medical research into some of the causes of mental retarda- 
tion. The medical health program includes liaison and participation where pos- 
sible with hospitals, universities and research centers engaged in the field. An 
additional objective of the medical health program is to notify maternity units 
of general hospitals so that the parents of newly born retarded children may he 
informed of the program including onr special pre-school program. 

C. Pre-School Program: (Satnrndy morning session) At present 36 children 
ranging in age from 3 weeks to 3 years participate in this program. This mainly 
consists in stimulation of the child emphasizing the over riding importance of 
early education as soon as possible, A specific program covering motor, sensory, 
speech and social areas is designed for each child and implemented by nil indi- 
vidual counselor for each child. These volunteer counselor* are mainly high 
school and college students and the criteria include faithful regvilaritv in nt- 



o 



185 



tendance, patience, understanding, adaptability, orginality and flexibility. Oper- 
ating simultaneously with this section, is a group counseling program for tlie 
parents of these children utilizing doctors, psychologists, teachers, clergymen of 
all denominations and making available to them current helpful literature and 
demonstrating equipment and techniques that can be used at home to supplement 
the effort * of the counselors. A particular function is also to make them aware 
of how to have their special children registered with the State. Should institu- 
tionalization ever arise, the various private and public pre-school programs avail- 
able and how and when to go about applying for. admission to such programs, 

D. Vocational Uabilitalion Progrum: For pupils aged 15 years and upwards. 
Tills is still In its embryonic stage where we have a number of business and pro- 
fessional people instituting fund raising projects for a unit which will cost 
$500,000 and also an endowment fund to ensure Its operation. 

E. Private Residential Program: Tor approximately 100-150 severely" retarded 
residents. This at present is a dream hut may he rendered feasible and possible if 
the free choice principle for parents is approved and implemented. Like others 
who dream a dream we also echo those im mortal words : 

“Some people look at things and ask themselves, why, Others look at things 
that have never been and ask themselves WHY NOT.” 

HE AS 0X8 FOU CONSIDERATION OF PASSAGE OF BILL 8. 284G (01ST. CONG., FIKST 8E8S.) 

ESPECIALLY IN RELATION TO SECTION 130(b). 

In n spirit of optimism and faith in the intrinsic goodness and honesty of the 
legislators of the most wonderful country of the world where life, liberty and the 
pursuit of happiness is ingrained into the very fibre of the United States, I shall 
now attempt to translate some of the ideas already expressed into some valid 
reasons why the principle of free choice should he granted to parents whereby 
they may have a choice of residential centers for their retarded children need- 
ing such care and always allowing for adequate medical reasons justifying such 
a placement. 

(1) More or renovated State institutions will never supply the answer to the 
over increasing needs for residential care ; 

(2) Large institutions are demoralizing in their impersonal nature. 

(3) Increse of private non-profit residential centers and licensing conditions 
of operation will increase the standard of efficiency and care both at private 
and State institutional levels; 

(4) Greater flexibility can he exeerised by a private non-profit residential 
center in relation to its proximity to an urban area, training and placement of 
pupils in employment or sheltered workshops and utilizing the concepts of the 
foster home, the hostel and half-way home. 

(5) Small purpose residences can be developed to specialize in certain areas 
i.e. educable or trainable retarded who may need residential care because of 
family circumstances and yet are capable of limited work within the community; 
unit specializing in the multi-handicapped resident; child development center; 
general medical care unit; non medical special purpose unit. 

(0) Association with university or research center may he rendered more 
feasible through construction of local small private centers and, also facilitate 
the training of personnel, 

(7) A wide array of residential services needs to be devised if retarded per- 
sons are to have quality care and treatment — this necessitates the establishment 
of more non-profit private centers with high standards subject to inspection pe- 
riodically and subsidized by State or Federal funds; 

(8) The vast potential and availability of volunteers qualified in medical, 
para-medical and non medical areas is much more feasible and practical within 
the framework of a private non-profit residential center and assumes a more 
comprehensive service at an astronomically lesser cost than an equivalent State 
residential service. This already has been demonstrated in the educational pro- 
gram operated by the Brothers of St John of God in contradistinction to a local 
public education board subsidized by the State. 

CONCLUSION 

The areas of mental retardation are so diverse, the needs are so great in pro- 
viding an adequate service that every avenue should be pursued including grants 
to assist public and private non-profit agencies in the construction and operation 
of facilities for the provision of services to those persons affected by develop- 
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mental disabilities. In providing such a comprehensive program the constitu- 
tional rights of parents and their retarded children are best ensured. Therefore 
the passage, approval and implementation of the Bill, S. 2840 incorporating the 
principle of free choice of residential centers by parents and approved by com- 
petent medical authority is hereby advocated. 

Father O’Shea. Senator, thank you for allowing me the privilege 
of being here. The gentleman on my left is Mr. Lawrence Fiedelman, 
a parent of a 2-year-old mentally retarded child who suffers from 
Downs syndrome. 

As a representative of a private nonprofit, nonsectarian program 
for retarded persons I have come to advocate the passage and imple- 
mentation of this bill entitled “Developmental Disabilities Services 
and Facilities Construction Act of 19G0,” not only in relation to sub- 
section (a) of section 130 but particularly with reference to subsec- 
tion (b) of section 130 which states : 

The purpose of tills part is to make grants to assist public and nonprofit agen- 
cies in the construction of facilities for provision of services to persons affected 
by developmental disability. 

The program which I represent, St. John of God Community Serv- 
ices, diocese of Camden, N.J., contains these characteristics in being 
private, nonprofit and it is also nonsectarian and in addition, it is a 
tuition-free program. 

The only criterion for admission to our program is that the pupil 
is mentally retarded, that he may benefit from our services, and that a 
vacancy exists. 

Personally, I do not feel that a purely sectarian private program 
should benefit by this act. 

The role of the private nondenominational, nonprofit agency is not 
to supplant or compete with Federal, State, or local authority pro- 
grams but, rather, that it should supplement them in the provision 
of services that are either totally lacking or very inadequate in 
content. 

This act stresses the development or implementing of a comprehen- 
sive and continuing plan for meeting the current and future needs and 
facilities for the provision of services to persons affected by develop- 
mental disabilities. 

First, I realize, and it was brought out here this morning, that de- 
velopmental disabilities do not confine themselves to mental retarda- 
tion. Nevertheless, it is with reference to this aspect I am here con- 
cerned. As indicated in my submitted statement, mental retardation 
is a multifaceted kaleidoscopic condition calling for a conglomeration 
of interdisciplinary approaches to help alleviate it. • 

A different level already mentioned this morning was prenatal care, 
family planning. Certainly these are to be considered and the more re- 
search into these areas, the better. But we are actually faced with chil- 
dren here and now. Since this morning many retarded children have 
been born. We are faced with infants, preschool children, school- 
children, children at a vocational level, children who are retarded per- 
sons in need of placement and retarded in need of residential care. 

I believe the answer does not lie in State or private institutionaliza- 
tion or residential care. The majority of retarded can. with education 
and training, be fully or partially integrated into the community and 
this must be our objective, utilizing the most modem and futuristic 
means of rendering this possible. 
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Though I describe it in my written statement, may I highlight a 
few aspects of the school program operated by St. John of God Com- 
munity Services? 

It is a school for trainable retarded children with an IQ of 35 to 50. 
Seventy-five percent of these children are mongoloid children. They 
range in age from 3 to 14 years. 

May I answer why did we start this school for trainable retarded 
children? We came over from Ireland where we specialize in this field 
where we cared for over 2,000 children. We felt that the outlook over 
here was quite favorable with respect to the educable retarded child 
but very backward in relation to the trainable and the types of pro- 
grams available for them. 

Many of these programs are merely babysitting custodial types of 
programs. We feel that the potential of trainable children is not fully 
realized. For this reason we have concentrated on this type of child, 
the trainable retarded child. 

Our school designed for 00 to 100 children cost $500,000. We did 
not receive 1 cent of State or Federal aid. The money was raised by 
the diocese of Camden through subscriptions by people of all denomi- 
nations since the program is open to children of all denominations. 

It has special peculiar advanced characteristics. The physical char- 
acteristics: All the classrooms are larger than the State requirement. 
The classrooms are on a completely different level to the gymatorium, 
the cafeteria, the offices, yet there are no steps in the school. Instead 
of steps we have ramps so that if at some future stage we have classes 
for the physically handicapped who are also retarded we would have 
no problem within our school to accommodate such children. Each 
classroom is completely self-contained. 

Wo do not have to borrow equipment from a central storeroom. Vis- 
ual aids are in each classroom. There is plenty of closet space. Every 
room is carpeted which is good in the education of these children, 
doing away with the noise problem. 

We have a small room off each class where we can do individual 
work with the child, such as speech therapy. Also, off every classroom 
is a one-Avay mirror Avhere parents avIio are concerned about hoAv their 
children do at school can observe their children, where visitors can 
observe our students without disturbing the activities within the 
classroom. 

All the furniture is designed for the height level of the children. 
The toilets are equally designed. And it has a special home economics 
unit which presents unique features in helping these children at home. 

Our program is an occupational-educational-social type of program. 

We believe in exposing these children as much as possible to the 
community. We believe in the value of things like ice skating and 
bowling as a means of developing their coordination and also of devel- 
oping their social lives. 

Our children come from 36 different townships. In fact, one child, a 
4-year-old child, travels 54 miles to our school every day and 54 miles 
home. The transportation is provided by our Parents and Friends 
Association. 

Last year it cost us $15,000 to contract with a bus transportation 
company for our children. This year we have bought two buses, hired 
tAvo drivers, two monitors. The total cost is provided by the activities 
of our Parents and Friends Association. 

38-191 0—70 13 




188 



A particular feature of our school is the use and introduction of 
volunteer's. In every classroom as well as having a teacher we may have 
one, two, three, or four volunteers. Some ot these may be retired 
schoolteachers, 11111 * 868 , music instructors, arts and crafts instructors, 
but basically the majority of them are parents, not parents of our re- 
tarded children but parents who wish to help in some way, giving 
perhaps 1 day a week to our program to the same class. 

Some volunteers may give 3 days a week. Basically we would like 
to give them 1 day a week to the same program. In this way we can 
concentrate on each individual child who is in that class so that the 
progress of the whole class is not held up by the backwardness of two 
or three children. The volunteers receive no pay. 

For some subjects all the children come together. For other sub- 
jects they are broken down into small groups and it is here the volun- 
teers prove their effectiveness. 

In addition, we have a voluntary medical health program for our 
school. Again, I think this is pretty unique. We have at least 20 doc- 
tors and 20 nurses on a voluntary basis who are supplying a medical 
help program to our school. The program they are supplying I would 
consider to be one of the finest in the country. 

Again, it does not cost anybody a penny. Also, among our parents 
and friends we have additional volunteers, carpenters, plumbers, elec- 
tricians, painters, gardeners, typists, bricklayers, high school and col- 
lege students. We utilize high school and college students very much 
and in this way we are getting more and more of them interested in 
perhaps pursuing careers in special education or in the nursing of 
retarded children. 

Every month we have a monthly parents and friends meeting where 
we have a gifted speaker and in addition we discuss some projects to 
help our school. 

Also, in addition, we have classroom meetings where the parents 
meet with the teacher of that class and discuss what is being done and 
how the parents can complement it at home. 

We are as concerned about what the parents do with the children 
for the 19 hours they have them at home as the parents should be con- 
cerned with what we are doing with the children during the 5 hours 
we have them at school. So we want to integrate the two approaches. 

We can also discuss things like birthdays, whether they will be 
celebrated in the classroom, whether we will take them to the animal 
farm, to the circus, to the zoo or other places. 

It involves the cooperation of parents acting as chaperones for these 
educational and social outings. 

Our school is full of what I may call “statues” but these are not 
wooden statues like you see in churches. People ring us up occasionally 
and they want to give us something in memory of somebody who has 
died. It may be a husband, it may be a wife, it may be an active mem- 
ber of some association. Usually they say, “We would like to give a 
statue.” I sav, “Fine. How much would you like to spend, $10, $15, 
$50. or $100.” sometimes going up to $500. 

“Fine, we can get a lovely statue life-sized hand-carved before 
which the kids could sav their prayers.” 

But do you not think it would be a dust catcher? Would it not be of 
greater benefit to give us some equipment to help the children? 
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So in this way, we have overhead projectors, pianos, tractors, equip- 
ment for the kitchen, photostatic machines, typewriters, and so forth. 
To use these are much more important and they contribute very much 
to the education of the children and also are a help to the teachers. 

I mentioned earlier that this comprehensive approach must also 
be supplied to the infant and preschool retarded child. If such em- 
phasis is placed on early education today, why must a retarded child 
have to wait until he or she is 5 or (> years of age before being received 
into a State educational system? 

Why must the parents of such children undergo the anguish of these 
years in seeking and more oftentimes failing to find resources that 
might help them in the motor area, sensory area, speech, social and 
other maturational areas that are so underdeveloped in these children ? 

I believe that a factor that contributes to the incidence in residential 
institutions is one where the parents despairing of any hope of help 
eventually must have recourse to institutionalizing their child, some- 
thing the parents do not wish to do, something that is not best for the 
child, something that is increasing the citizens’ taxes, something that 
is unnecessary and a burden for the State. 

A minimal but meagre answer is the role played by private, non- 
profit and nonsectarian agencies. Here again, I must confine myself 
to a few points elaborated upon in my written statement concerning 
our preschool program. 

As already mentioned, our regular school program is for children 
age 3 to 14 but we have a preschool program ; it operates 1 day a week 
on Saturday. It is for children aged 3 weeks up to 3 years. In fact, 
last Saturday we admitted a child 2 weeks old to our preschool 
program. 

In this program we have a counsellor for each child and a special 
program designed for each child. Most of the counsellors are high 
school girls, college students and some older people. 

In reference to this, what can you do with a child so young? We 
believe the answers can be found. In this instance I visited a very 
large, very renowned children’s hospital in Philadelphia, thinking I 
might find the answers to some of our questions. Questions like what 
are the different stages of development in the motor area, sensory area, 
speech area, the social area of children? 

What level should be a child be at 4 weeks, 8 weeks, 12 weeks? What 
are the next steps in the different areas? 

Are we overlooking a step that is of vital importance ? 

I was told some of these questions which I was asking were ques- 
tions that this hospital specializing in children’s care would not be 
asking for another 10 years. Instead of receiving help from them 
they are in the process of coming out next week to study our program. 

But in addition to this program for the children, with a counselor 
for each child, we also simultaneously operate a counseling program 
for the parent, again utilizing doctors, nurses, social workers, admin- 
istrators, persons from the local and State agencies, clergymen of all 
denominations and also using films, audiovisual means, and making 
available to them any literature that can be of help to them, literature 
which they cannot get hold of themselves. 

And basically, if parents receive counseling at this early age they 
will not be faced with the many problems that will arise in later years. 

To me this is the most essential part of this preschool program. 
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Just 3 weeks ago, a famous surgeon in Philadelphia had a mongoloid 
child. He was advised by a physician to put the child in an institution 
because nothing could be offered at this particular stage. He heard 
about our program, his child is now in it. Now he is very much 
involved and intends to keep his child at home. 

Senator Kennedy. Father, please excuse me. I don’t wish to inter- 
rupt you, but I am running into a problem with the time schedule. 
Your full testimony will be included in the record. 

If you would perhaps summarize the rest of your testimony I would 
like to ask a few questions, and then I am afraid I must go to the 
Senate floor. 

Father O’Shea. Thank you, I shall summarize the rest. 

Again, in reference to the school program, I believe much can be 
done at the vocational level in strengthening the children’s vocational 
programs from the age of 15 since most programs are totally inade- 
quate in this area today. 

As a result of doing this, it would also prevent many of these 
young adult retarded ending up in institutions. I did mention in our 
report that a small percentage require residential care. Even this the 
State cannot adequately provide as pointed out in the statement, 
institutions are overcrowded, underfinanced, and have inadequate 
staffing. Archaic and dilapidated buildings abound. 

May I again state that the role of the private nonprofit, nondenomi- 
national residential center is to supplement and complement the tre- 
mendous but very inadequate State residential program. 

I do believe, however, that the act is defective m this respect in 
that it does not allow the freedom of choice to parents subject to 
medical prognosis in the placement of their retarded children actually 
requiring residential care. 

My written statement elaborates on this point and offers a solution 
in accepting the principles outlined in Robert E. Cooke’s article 
entitled “The Free Choice Principle in the Care of the Mentally 
Retarded.” 

Apart from this point the act receives my unqualified approval and 
I ardently support its passage and implementation. 

Senator Kennedy. Thank you very much, Father. You have given 
us an excellent insight into the program in which you are so deeply 
involved in New Jersey. 

I must say that the program is extremely imaginative. It appears 
to utilize every bit of local initiative, voluntarism, energies and ideas 
that one can possibly imagine. You are to be commended for the leader- 
ship you have provided, and the people in the community are to be 
commended for their interest and their support. 

I would like to ask you about your relationship with the State agency 
in New Jersey. Are you in touch with them? Are they in touch with 
you? Do you have any kind of communication or exchange? 

Father O’Shea. Yes, I have been in touch with the State education 
and department of institutions and agencies and there is a very cordial 
understanding between us but, again, there are barriers, reasons why 
they cannot assist us because there are so many demands at State and 
local authority level that they must answer to before looking to the 
needs of private centers like ours. 

Senator Kennedy. Of course, they include your effort in the total 
planning program for the State, do they not? 
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Father O’Shea. They are aware of it, they would like to include it. 
But oftentimes it is not a question of including it. Sometimes the pro- 
grams outside might be very inadequate. We might supply a program 
that is better but the very fact that a program is being supplied at a 
local authority level is sufficient as far as they are concerned. For 
example, the question of residential care has been brought up here. 
Many parents have come to us, whose children have been on the waiting 
list for the past 3 years. 

I know one recently where it was suggested by a Senator to parents 
that the best way of getting their child into an institution for the 
retarded was to admit him to a State mental hospital. This child was 
admitted to our State mental hospital and it has taken 2 years to get 
him out of there into a State institution for retarded children. 

Again, we have waiting lists, the State has a waiting list for State 
residential centers. 

It also had a standby waiting list for parents who did not wish their 
children to go into an institution at this stage but perhaps later as they 
grew older. But the standby waiting list has been done away with. The 
parent’s child only goes on the waiting list when he or she feels their 
child needs residential care and then this process of waiting 1, 2, 3 years 
starts. 

Senator Kennedy. Do you wish to make any comments, Mr. Fie- 
delman ? 

Mr. Fiedelman. The only comment I do want to make is that this 
type of program does give a parent hope and without it I feel that 
most parents would have to eventually send their children to institu- 
tions which does not make anything good for the family or the State. 

I feel that the way out is to build up the educational facilities and 
then we won’t have to worry so much about our institutions. 

Senator Kennedy. I want to thank you both very much for your 
appearance here and for your comments. They will be very useful to 
the members of the committee. It is a very exciting program, and I am 
grateful for your appearance. 

During the course of the testimony by the admin istrat ion witneses, 
we received some helpful comments from Miss Doris Fraser on the 
status of mental retardation programs in Massachusetts. Also with us 
this morning is Mr. John F. O’Leary, the special counsel for health 
affairs to Governor Sargent in the State. Mr. O’Leary had prepared a 
statement on S. 2846 on behalf of Governor Sargent, and I haa hoped 
that Mr. O’Leaiy would be able to present the testimony this morning. 
Unfortunately, because of our other commitments, the subcommittee 
must now recess, but Mr. O’Learv has agreed to submit his prepared 
statement for the record of these hearings, and I ask that it be printed 
at this point. 

(Mr. O’Leary’s prepared statement follows:) 

Prepared Statement of John F. O’Leary, Special Counsel for Francis W. 

Sargent, Governor, Commonwealth of Massachusetts 

Mr. Chairman, Francis W. Sargent, Governor of the Commonwealth of Mas- 
sachusetts, has requested that I appear today in order to present his views on 
this bill. I am John F. O’Leary, Special Counsel for Health Affairs to the 
Governor. 

Governor Sargent firmly supports the intent of S. 2846, “Developmental Dis- 
abilities Services and Facilities Construction Act of 1969.” It fills major gaps 
currently existing in federal legislation through the new provisions which 
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assure the state the essential elements of continuing planning and inter-agency 
program development support. The bill is laudable to the extent that it ties 
together federal, state, local, public, and private agencies in a more integrated 
approach to the delivery of essential human services for persons with develop- 
mental disabilities. 

TITLE AND PURPOSE 



Title I — Section 130 (page 2) 

The title and purpose of this bill resolve the problem of stigma and narrow 
categorization of persons by disability, yet protect those, who, by reason of 
existing law, are now identified by category. The bill’s major contribution is 
the term “developmental disabilities” which clearly provides for multiply handi- 
capped children and adults. Many youngsters who are now the recipients of 
several labels by reason of their diverse handicaps, such as the blind, retarded, 
epileptic, emotional disturbed child are not eligible for programs by reason of 
statutory constraints at the Federal and State levels. Fragmented service, or 
no service has unfortunately been the rule rather than the exception for the 
multiply handicapped. The proposed title and purpose will provide new intia- 
tive to parents and practitioners to view the handicapped person in more unified 
terms for both program development and administration. Fragmentation of 
services for persons who are primarily physically handicapped yet function 
as retarded through faulty social adaptation are fortunately included in the 
new definition of “developmental disabilities.” While this bill protects the high 
priority needs of retarded persons, it also provides the states with sufficient 
latitude to include a variety of developmental disabilities in its state plan 
according to individual state structure and needs. 

The comprehensive nature of this bill, both in definition and administrative 
scope, reinforces reorganization efforts now underway in Massachusetts to mod- 
ernize public administrative structures in dealing with multiply disabled per- 
sons. An essential part of the modernization of state government in Massachu- 
setts is the development of an integrated administrative and service delivery 
system for the field of human services. Senate 2846 is consistent with the current 
plans and activities in Massachusetts. Massachusetts has recognized the need for 
formal planning and program coordination for the field of retardation and other 
handicapping conditions at the executive level of government. Within the Office 
of Planning and Program Coordination, at the executive level, wc have a Bureau 
of Retardation which coordinates the efforts of twelve state agencies for the 
multiply handicapped retarded. We believe this Bureau to be the first of its kind 
in the nation and it signifies Massachusetts commitment to planning as an es- 
sential prerequisite to the delivery of comprehensive care for multiply disabled 
people. 

We appreciate and support the flexibility given to the states in those provisions 
which allow the state to determine the administrative structure for program 
coordination and planning. The provision for continuing planning allocations is 
long overdue. Recognizing that the nation is spending over 14 billion on health 
care alone, with less than 3.4 million being spent on planning and program eval- 
uation, suggests that we should strongly support the sections which would pro- 
vide for block allocations to states to assure on-going planning capability, 
program development, and needed construction. Continuing to pour money into 
traditional fragmented approaches, without support for continual reassessment, 
will not allow for the development — through alternative approaches to re- 
source allocation — of new and more effective solutions to the problems of our 
severely retarded and disabled. 

With your indulgence, Mr. Chairman, I have some recommendations which 
would modify the proposed provisions and some suggestions for new provisions. 

STATE PLANS 

First (pages 7 and 8) 

S. 2846 should specify in an amendment to Title I, Section 134 that the state 
authority designated to carry out the planning and supervision of the state plan 
will bave ultimate responsibility and approval power over the participation of 
public and private agencies who apply for participation in the state plan. 

Section 134(B)(2) should state that the role of the state agency should in- 
clude the power to approve individual, public and private agency application for 
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funds through this legislation and that their eligibility to receive funds is con- 
tingent on their applications being consistent with the objectives and priorities 
of the state plan. 

We have found through experience in Massachusetts that an applicant who 
is eligible to participate in many federal programs can circumvent state plans 
because of the lack of approval power in any single state agency to assure con- 
sistency with federally required state plans. The recommended new provisions 
would be consistent with the new measures in the Intergovernmental Cooperation 
Act of 19G8 which requires state and regional review of grant applications. 

STATE ALLOTMENTS 

Second (page 3) 

Section 132 {a) {1) — Criteria for Determining State Allotment ( A t B t C ) 

Massachusetts is firmly committed to the use of the criterion of “Extent of 
Need" in determining the level of a state’s allocation, as well as the criteria of 
population (A) and financial need (C). 

A general problem the state of Massachusetts finds in many federal programs 
is, that the reimbursement formulae penalize rather than reward those states 
that have expended great resources, and have built up a momentum and expecta- 
tion for service. To the extent that Massachusetts is essentially industrial, urban, 
and densely populated, it is essential that our unfinished business— the elimina- 
tion of pockets of extreme social deprivation — be given consideration in de- 
termining the scope of federal criteria for documenting a state’s need. We would 
hope that the regulations take into account the continuing urbanization and the 
concomitant problems it brings for service delivery. Most of our disabled people 
live in densely populated sections of the central city, or in large state institutions 
which all too often may be the remnant slums of former generations. 

PAYMENTS TO THE STATES FOK PLANNING AND SERVICES 

Third {page 17) 

Section 137 {b) 

The inclusion of the private sector in determining the level of state expenditures 
is a laudable public policy development. This provision will enable the federal and 
state governments to have a more realistic appraisal of the actual expenditures 
and benefits derived from both public and private investment policies for develop- 
mental disabilities*. : 

The bill should, however, specifically permit a 11011 -public applicant, who has 
been approved, to be a direct recipient of such federal funds. Such a provision 
would be vital for us in Massachusetts because of a restriction in our state 
constitution which prevents the allocation of public funds to private agencies. 

CONSTRUCTION, DEMONSTRATION, AND TRAINING GRANTS FOR UNIVERSITY-AFFILIATED 
MENTAL RETARDTION FACILITIES 

Title 11 — Section 201 ( p . 22 of hill) 

We applaud the broadening of the training base in Section 202 from •‘clinical” 
to “interdisciplinary training.” The major thrust in manpower development in 
the next decades must reflect our recognition that the physically and mentally 
disabled require training, prevoeational and vocational skills, and new educa- 
tional approaches in close collaboration with the clinician. However, we will 
attract and hold a manpower pool capable of meeting the range of service needs 
of handicapped people to the extent that we involve the college student who is 
committed to human services training, as a meaningful member of the interdis- 
ciplinary training team. 

MAINTENANCE OF EFFORT 

{Page 25) 

We strongly recommend that Section 126 should include a provision that the 
Secretary consult the state planning authority prior to approving any grants 
under Title II in order to assure that such applications are not inconsistent with 
obligations and commitments in the state plan. 



194 

On behalf of the many interested public and private organizations in the Com- 
monwealth, I thunk you for this opportunity to share with you the concerns and 
hopes of the Governor for achieving necessary and satisfactory federal legisla- 
tion in this most critical area of human need. 

Both Miss Doris S. Fraser, Director of the Bureau of Retardation and I will 
be pleased to answer questions of you, Mr. Chairman, and the Committee Mem- 
bers, if you so desire. 

The subcommittee will stand in recess until 9:30 tomorrow morning. 

(Whereupon, at 12 :55 p.m. the subcommittee recessed, to reconvene 
at 9:30 a.m. Tuesday, November 11, 1969.) 
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TUESDAY, NOVEMBER 11, 1969 

U.S. Senate, 

Subcommittee on Health of the 
Committee on Labor and Public Welfare, 

Washington, D.C. 

The subcommittee met at 9 :30 a.m., pursuant to recess, in room 4232, 
New Senate Office Building, Senator Edward M. Kennedy presiding 
pro tempore. 

Present : Senator Kennedy presiding pro tempore. 

Committee staff members present : Robert 0. Harris, staff director; 
James Babin, professional staff member to the subcommittee; and Jay 
B. Cutler, minority counsel to the subcommittee. 

Senator Kennedy. The subcommittee will come to order. 

This morning, the Senate Subcommittee on Health concludes its 
hearings on pending legislative proposals in the area of mental re- 
tardation and other developmental disabilities. 

The principal bill before the subcommittee is S. 2846, “The Devel- 
opmental Disabilities Services and Facilities Construction Act of 
1969,” which I introduced in the Senate in August, and which is co- 
sponsored by Senators Yarborough, Williams of New Jersey, Nelson, 
Mondale, Eagleton, Cranston, Hart, ond Javits. 

When the hearings opened yesterday, the first -witnesses to testify 
were four representatives of the Department of Healthj Education, and 
Welfare, who presented the views of the Administration with respect 
to S. 2846. 

Although there is not yet an administration bill before the subcom- 
mittee, it is my understanding that such legislation is being prepared 
and will be introduced during the coming week. 

It is my hope, therefore, that once these hearings are completed, the 
subcommittee will be able to act on this important legislation at the 
earliest opportunity. 

In essence, Assistant Secretary Black and the other representatives 
of the administration raised three principal issues at yesterday’s hear- 
ing in connection with the pending legislation. They pointed to the 
large amounts currently being expended by the Federal Government 
on other programs for the retarded and they said that the financial 
commitment in the pending bill should be sharply cut back. They urged 
us not to expand the program to include other developmental disabili- 
ties, but to continue to limit the program to those who are mentally 
retarded. In addition, they urged us to adopt a project grant approach 
for dispensing Federal funds, rather than the formula grant approach 
proposed in S. 2846. 

( 195 ) 
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A number of other witnesses at yesterday’s hearing challenged the 
views of the administration, and emphasized the serious need to expand 
the scope and level of spending of our current programs. 

Today, we will continue to explore these issues, with special focus 
on the adequacy of the existing Federal legislation. Several distin- 
guished representatives of national organizations will speak of their 
deep concern for the need to stimulate greater participation by Fed- 
eral, State, and local governments in this sensitive and neglected area. 

In addition, Dr. Robert E. Cooke of Johns Hopkins Hospital will 
present a brief demonstration of the progressive approaches that 
nave been developed under the current program of Federal support 
for university-affiliated facilities for the retarded. 

Our first witnesses this morning will be two representatives of the 
National Association for Retarded Children. I am pleased to welcome 
you, Mr. Hayes and Dr. Boggs. 

Mr. Hayes retired 2 years ago as president of CBS Radio, and 
he is now devoting his full time to the activities of the National 
Association for Retarded Children. He has had extensive experience 
on the Hill before the Subcommittee on Communications, and I am 
delighted to welcome him today in what I understand is his first 
appearance before the Subcommittee on Health. 

Dr. Boggs is also well qualified to testify on mental retardation. She 
was appointed by President Eisenhower to the President’s National 
Committee for the 1960 White House Conference on Children and 
Youth. In 1961, she was appointed by President Kennedy to the Presi- 
dent’s Panel on Mental Retardation. She has had extensive experience 
in planning for the prevention and care of the retarded, and we look 
forward to her testimony this morning. 

Mr. Hayes, if you would like to make an opening statement we 
will be glad to receive it. 

STATEMENT OF ARTHUR HULL HAYES, SENIOR VICE PRESIDENT, 

NATIONAL ASSOCIATION FOR RETARDED CHILDREN; ACCOM- 
PANIED BY ELIZABETH M. BOGUS, PH. D., CHAIRMAN, GOVERN- 
MENTAL AFFAIRS COMMITTEE, NATIONAL ASSOCIATION FOR 

RETARDED CHILDREN 

Mr. Hayes. Mr. Chairman, members of the subcommittee, my name 
is Arthur Hull Hayes, senior vice president of the National Associa- 
tion for Retarded Children, and a parent. Accompanying me this 
morning is Dr. Elizabeth Boggs, a past, president of NARC and the 
chairman of our Governmental Affairs Committee. 

At the outset, may I express the sincere appreciation of our orga- 
nization for the opportunity to appear before you today. 

I would also like to express, on behalf of our membership, our 
heartfelt gratitude for your interest, your support and your leader- 
ship in the advancement of the cause of the retarded and tlie otherwise 
developmentally disabled. 

Dr. Boggs will explain in detail our association’s position on the 
provisions of S. 2846, and there is no one better than she to deal with 
both the theoretical and the substantive nature of this legislation, but 
I would like to take a little bit of the time allotted to us to tell you 
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and your distinguished committee something about the National Asso- 
ciation for Retarded Children. 

NARC is less than 20 year’s old, Mr. Chairman. When NARC was 
organized, there had been little Federal activity in behalf of the 
retarded. Thanks to our friends in Congress, support was slowly 
built up during the 1950’s and it has been only in this present decade 
that concerted Federal support for a range of necessary programs for 
the handicapped has become evident. 

The NARC is a private, voluntary organization, composed of the 
parents and friends of the retarded. Our cause can best be summed up, 
I suppose in our slogan — which is emblazoned on our letterhead, over 
our office door, and — most importantly in our hearts — “The Retarded 
Can Be Helped.” 

We number about a quarter of a million members and are organized 
into 1,375 State and local units, distributed in every State of the 
Union and on several military outposts overseas. 

In our more reflective moments, we like to think of ourselves as 
a testimonial to the power of citizen involvement and concern. 

We are parents * * * we are friends * * * neighbors * * * com-, 
munity leaders * * * professionals * * * most of all, we are individ- 
uals, galvanized by the plight of those who cannot help themselves, 
motivated by the agonizing recognition of the needs of the retarded, 
as well asof those who love them. 

There were only 40 parents who began what is now NARC. They 
had all been devastated by the tragedy of disability, but were all 
determined that somewhere, somehow’, there must be an avenue of 
hope for their children, and, through their children, for the millions 
of others like them. 

America was, and to some extent, still is a country which responds 
to little boys and pet shops, little girls, and paper dolls and pigtails. 

The tragic anomaly of a handicapped child was not the subject of 
conversation and certainly not the subject of community concern. 

Yet, Mr. Chairman, there are 6 million retarded children and adults 
in this country today. 

Gradually, through dedication and work, our goals and accomplish- 
ments became better defined and visible. Gradually, patterns emerged, 
innovation was encouraged, efforts were joined in the grand march 
toward prevention, cure and care of the retarded and, perhaps as im- 
portant, public awareness of the magnitude of the problem of 
retardation. 

You have received documentation and will, from Dr. Boggs, receive 
additional information regarding both the accomplishments and the 
need for expansion and improvement of Public Law 88-164. 

May it suffice at this point to say that this recognition of the. needs 
of the retarded on the part of the Congress was a most significant 
milestone in the fight against mental retardation during these past 
years. 

Public Law 88-164, a major piece of legislation providing facilities 
for the retarded, was passed unanimously in 1963 by the 88th Con- 
gress, following President Kennedy’s historic message on mental 
retardation and mental health. This bill, as amended, expires June 30, 
1970. This act was a milestone. 
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Senator Kennedy. That is fine. Your prepared statement will be 
printed in its entirety in the record. You may proceed to summarize 
it. 

(The prepared statement referred to follows:) 

Prepared Statement Submitted by Arthur Hull Hayes For the National 
Association For Retarded Children 

The Rational Association for Retarded 'Children wishes to record it's enthusi- 
astic endorsement of both titles of ! S. 2846—the Developmental Disabilities Serv- 
ices and Facilities Construction Act; of 1909. We Wish to commend the sponsors 
of tlil's legislation for their initiative and their foresight in proposing legislation 
which addresses itself to very real problems, l>oth human and administrative, 
in a manner compatible with the shape of the seventies. 

As you know, our Association, despite its name, is devoted to promoting the 
well-being of mentally retarded persons of all ages, and all degrees of retardation, 
however caused. It has been estimated that there are nearly 200 distinguishable 
causes of mental retardation ranging from organic deficits common to all socio- 
economic strata— such as inborn errors of metabolism, congenital malformations 
of the central nervous- system, birth injuries, Rh disease, and certain diseases 
of childhood, such as measles and whooping cough — to causes associated particu- 
larly with disadvantaging environments, such as inadequate pre-natal and peri- 
natal care, malnutrition, and lead poisoning. The diagnosis is important, but the 
needs of the retarded for services and facilities derives primarly from two cliarac- 
teristics common to most of those we call retarded regardless of cause: (1) 
impaired intellectual development with an associated reduction in ability to cope 
with ordinary life situations (school demands, work, self-management) and (2) 
long-term handicap originating early in the life and extending throughout life, in 
greater or less degree. 

the special needs of the developmentally disabled 

Many of the retarded have other handicaps as well, for example cerebral 
palsy and epilepsy. The retarded with multiple handicaps need attention to all 
their problems, physical and mental. This lias made us acutely aware of the 
deficiencies in the array of services needed by persons with other handicaps which 
share the characteristic chronicity mentioned above. 

Even those with normal intelligence who have severe physical handicaps dating 
from earliest childhood have on-going difficulties which are distinct from those 
whose disabilities are acquired in adult life. The seriously cerebral palsied child, 
the child who is congenitally deaf or blind, the child with muscular dystrophy 
becomes an adult whose life has been inescapably altered hv his experience of 
disability during the developmental years. Not only is the learning process 
inevitably affected, but his entry into the adult world of work and family and 
social life is different and much more diffcult, if it is possible at all, As lie ages 
the developmentally disabled person whether mentally retarded or physically 
handicapped is less likely than an adult disabled later in life to have the comfort 
and support of spouse and children and less likely to have an income adequate 
to his needs. 

This Senate Committee has during the past decade brought forth legislation 
of enormous benefit to the handicapped. The provisions for education of the handi- 
capped developed since 1965, the recent modifications of the Vocational Rehabili- 
tation Act, and the greater priority to construction of rehabilitation facilities bave 
been especially significant, but, by and large, these programs gravitate toward 
short-term solutions, for those pupils or clients or patients who are considered 
to “profit most,” who can be trained or treated and then discharged ns self-suffi- 
cient within a limited period of time. 

These advances and this objective are important and have been vigorously 
supported and promoted by our Association. Nevertheless we in NARO cannot 
overlook the fact that there nre children who are still excluded from public 
schools because of the severity of tbeir retardation, young adults denied the 
benefits of rehabilitation at public expense because it is though it will not make 
them employable within two years or less, and older retardates who nre placed 
in residential institutions of doubtful quality because the necessary supportive 
services in the community are not available. We are also aware that the severely 
disabled but mentally alert child or adult who does need a specialized living 






envlroumpnt may be denied even that to which the retarded are entitled under 
State law. 

For the most destitute of the adults disabled in childhood and for those deprived 
of previous support from an employed parent, government does provide minimal 
“income maintenance” under public assistance and social security, but the 
resources, the services which could maximize their human condition are often 
not there, for love or money. This is true of medical resources; it is even more 
true of non-medical resources. It is true for those from well-to-do families as well 
as for those on “welfare,” and it is even more true for that large hut mostly 
unstudied group who have very modest means but are not indigent. 

It should be noted that Congress has an inclination to define programs so as to 
bring limited benefits to the largest number of people. Even “medicare” will not 
cover a continuous stay of more than 100 days in an “extended care*’ facility; 
“maximum benefit” is a polite phrase for easing children out of a State crippled 
children’s program after the most dramatic part of their treatment is over, 
leaving parents to face the long haul by themselves; the seriously disabled may 
have "up to 18 months” of evaluation (by grace of the Secretary) under vocational 
rehabilitation ; and, even in this Committee, federal stimulation of long-term 
sheltered employment opportunities for these same people has been much talked 
of but never acted upon. The present Mental Retardation Facilities Construction 
and Staffing Act follows suit, for its federal assistance for staffing any facility 
raustdecline rapidly and terminate entirely within 51 months. 

RELATION OF DDSFCA TOOTHER PROGRAMS FOR THE HANDICAPPED 

The victims of all these subtle and not-so-subtle discriminations are most often 
those with serious lifetime disabilities. It is to them, ro wLnl they need ui.u iiit v e 
not received from other programs, important as they are, that we believe you 
are primarily directing this new imaginative piece of legislation. We see this 
as an intersticial bill — a bill whose benefits should flow around and between 
existing programs, filling both the large gaps and the smaller crevices which 
divide the major elements of the present system of federal aid to States and 
communities in meeting the needs of handicapped children and adults. The De- 
velopmental Disabilities Services and Facilities Act of 1909 should supplement 
and enhance — and certainly not duplicate — such programs as those now author- 
ized under Title V of the Social Security Act (Maternal and Child Health and 
Crippled Children), under Title VI (Education of the Handicapped) of the Ele- 
mentary and Secondary Education Act, under the Partnership for Health and 
Vocational Rehabilitation and Medical Facilities Construction Acts, or under 
programs of social services to welfare recipients. It will be necessary to conserve 
the resources of the new program to focus maximally on those problems of handi- 
capped children and adults which have fallen between the boundaries of existing 
programs. Surely the history of this bill will show that that is your intent. 

The machinery for coordination and planning that the bill provides and sub- 
sidizes should, under appropriate guidance from HEW, help to complete the jig 
saw puzzle of “comprehensive” planning at the level of greatest critical responsi- 
bility, in State government. The bill also assures (through its stipulations for 
a National Advisory Council) that voices from the State level, as well as those 
of “consumers” will be heard in a coherent way by the Secretary. These provisions 
should strengthen communication among interested parties at all levels. 

TnE DEVELOPMENTALLY DISAnLED— WHO ABE THEY? 

Our best information about those with disabilities originating in childhood 
which continue into adult life can be found in the data gathered over the years 
by the Social Security Administration relative to its so-called adult disabled 
child beneficiaries. Although we would not wish to limit eligibility for service 
under S. 2846 to those whose disability is severe enough to meet the Social Secu- 
rity test of disablement, we do believe that those meeting the intent of the defini- 
tion of developmental disability in Section 102 of the bill (amending Section 401 
of the Act) will have many comparable characteristics. In terms of the recent 
Social Security Survey of Disabled Adults we see S. 2840 targeted on adults who 
are, and children who are likely to become, either “severely disabled” or “occupa- 
tionally disabled,” with less attention to those who have or will have a “secondary 
work limitation.” In mental retardation lingo, the functional definition of con- 
tinued impairment and “substantial” handicap must subsume most of the mod- 
erately, severely and profoundly retarded, and a significant subgroup of the 
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mildly retarded. On the other hand, those young people who nre classified (or mis- 
classified) as “educable” in school and who are among those who “disappear" 
from the ranks of the retarded by becoming socially and economically viable 
adults on leaving school are not primary beneficiaries of this bill although they 
will continue to need the best efforts of special educators and of vocational re- 
habilitation and manpower personnel. 

By the end of this year about a quarter of a million adults will be receiving 
“adult child’s benefits" under Social Security. Of these about two-thirds or more 
than IGO.OOO, are mentally retarded, with or without another neurological im- 
pairment. Some 15 per cent are epileptic or cerebral palsied, with or without re- 
tardation. Psychoses of childhood and adolescence account for another nine per 
cent. Altogether these disorders account for more than 80 percent of the total. 
Sensory disorders, polio crippling and a variety of other diagnoses account for 
less than 1.5 per cent each. Although the Social Security sample is not a “ran- 
dom” one, since beneficiaries are only Identified on the death, retirement, or 
disablement of the supporting parent, there is reason to believe that this composi- 
tion of the group is typical of all similarly disabled persons, as is the finding 
that more than 85 per cent have a disability originating before their first birth- 
day, a figure that rises to 00 percent by age six. About 28 per cent are in institu- 
tions. This figure should probably be adjusted downward to 25 or 26 percent for 
the adult disabled group as a whole to compensate for the higher average age 
of the beneficiary group. 

It is of some interest to note that in one year (1065) when some 14,000 adults 
with mental retardation, cerebral palsy or epilepsy were awarded childhood dis- 
ability allowances for the first time, there were also awarded workers’ disability 
benefits to some 4,000 adults with the same set of disorders, indicating that this 
number had managed to secure enough quarters of covered employment to qualify 
for benefits on their own account. Of these some 1,600 were retarded. 

Combining a variety of data we estimate that there may be as many as 3.5 
million developmental^ disabled adults and between three and four million 
children. 

On the basis of the foregoing data it seems reasonable to assume that, of the 
group to which S.2846 is directed, about twodhirds are retarded and almost all 
the rest have neurological disorders or severe mental illnesses originating in 
childhood with poor prognosis for recovery. 

This latter group includes the typical cases of “infantile autism.’’ Like the 
retarded, these children and adults do not fit the “model” to which most mental 
health services in this country are addressed. Their needs are as much educa- 
tional and social as medical, and even in community mental health centers they 
are likely to be given low priority because they do not meet the expectations of 
response to reatment associated with the typical emotionally disturbed child or 
adult. Their needs are more akin to those of nenrologically impaired children and 
adults. And a functional definition, such us that incorporated in S. 2840, should 
bo permitted to include them, where the State plan so specifies. In this connec- 
tion it may be noted that an expert conference convened by the National Associa- 
tion for Mental Heatlli in February 1968 to consider the needs of this type of 
child, often looked upon as the stepchild of psychiatry, came up with a firm rec- 
ommendation that handicapped children should he grouped, program-wise, ac- 
cording to their training and treatment needs rather than by diagnostic label. 
This basic thought Is implicit in S. 2846. 

PROTECTION OF INTERESTS OF THE MENTALLY RETARDED IN S. 2840 

We note that Section 134 (b) (4) of the bill specifies that the State plan must : 

“(A) provide for the furnishing of a range of services and facilities for per- 
sons with developmental disabilities associated With mental retardation, (B) 
specify the other categories of developmental disabilities which will be included 
in the State plan, and (C) desscribe the quality, extent and scope of such services 
as will be provided to persons with mental retardation and other developmental 
disabilities 

We understand this to mean that the State plan must include provisions for 
the retarded and may include or phase in sendees to others with developmental 
disabilities other than retardation. We believe, that in light of present circum- 
stances this proviso is only fair and realistic. The legislation which this Act will 
replace is limited to the retarded. Their interests should be protected in any 
broadening of the group to be covered. Moreover, as a practical matter, it will 
be imposssible for the States to revise their existing State comprehensive mental 
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retardation plans for fiscal 1071 in time to implement the new legislation in a 
meaningful way. This thought should also reassure the federal agencies, which 
are called upon by the bill to promulgate applicable regulations by March 1, 1070. 
We believe the Congress should expect that, for example, the State Construction 
plans required under the Act for 1071 -should conform with what might have 
been required under Part C of the expiring legislation, with significant changes 
becoming apparent in 1972. 

In connection with the anticipated phasing in of additional categories of the 
developmentally disabled under the State’s own time table in accordance with 
the option offered in Section 134(b) (4), we wish to speak approvingly of the 
provision in Section 132(a) (2) which would require the Secretary to take some 
cognizance (in his formula for allotment to the States) of the inclusion or exclu- 
sion in any State’s plan of persons other than the retarded. In view of the data 
cited above indicating that about two-third3 of the developmentally disabled are 
retarded, we would expect that the Secretary would augment any State’s allot- 
ment by an amount up to 50 per cent additional when, and to the extent that It 
encompasses a range of services to eligible persons who are not retarded. 

This provision means that a State does not have to penalize its retarded citi- 
zens by trying to stretch its allotment to cover more disabilities. The provision 
thus offers an incentive in the right direction. 

On the other hand, this provision could work a serious hardship on all con- 
cerned if the President and Congress do not provide sufficient additional funds 
so that the allotments are not only proportionally (to others) but absolutely 
enlarged as the scope increases. If appropriations are not provided in 1972, and 
thereafter, to cover increased activity projected by the States as well as the 
increment which should be expected in funds for mental retardation alone, then 
we would expect the Secretary to exercise powers available to him under Section 
139 to limit the “categories of persons for whom such services may be provided” 
so that expansion to new categories docs not take place at the expense of those 
already covered. 

MOVING INTO THE SEVENTIES — MAJOR ADVANCES IN S. 2840 

S. 2840 reposes more trust and discretion in State administration than does 
PL 88-104; whereas the provisions of the present Act delineate specific solutions 
to one presupposed problem (the need for specialized facilities for the retarded), 
the Kennedy-Yarborough bill describes a problem area and invites the States to 
propose within broad guidelines, solutions which are most adapted to the mani- 
fest needs and to the context of existing programs within each State. Such lati- 
tude would have been premature in 1903, when the mental retardation legislation 
(to which S. 2840 provides a successor) was enacted ; we believe, however, that it 
is not only timely but fitting as we approach the seventies. Thanks to intense 
. State planning activity in mental retardation in the past five years with federal 
4 assistance, and to tlie growing public understanding and voluntary agency activ- 
* ity on behalf of tlie handicapped, States and communities are now ready to 
respond to this kind of federal incentive. The State comprehensive planning in 
mental retardation, when considered in conjunction with the State planning 
required and stimulated by other State federal programs referred to earlier, 
constitutes an adequate point of departure for tlie broadened target group con- 
templated in this S. 2846. 

Other provisions which we applaud as improvements over the present Act 
include: 

1. greater latitude to the States to determine their own priorities within 
a single grant for planning, evaluation, administration, services, and con- 
struction ; 

2. option to tlie States to utilize several State agencies in administering 
the funds in accordance with a comprehensive State plan ; 

3. A plan more responsive and less artificial reallotment provision; 

4. the requirement that the State Advisory Council submit -subsequent 
revisions of the State plan, thus preventing the by-passing of this body; 

5. requirement that there be some State financial contribution to the 
implementation of the plan, and some limit on the extent to which local 
or private funds may be substituted for the State share ; 

6. a federal share of 80 per cent — comparable to that for Vocational 
Rehabilitation and for certain social services to welfare recipients— and 
amply justifiable considering tlie very considerable effort now being put 
forth by States in this field without federal aid, and effort which the bill 
specifies shall be maintained ; 
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7. provision permitting combining funds available under this Act with 
other State and federal funds for complementary purposes. We see this as 
a means to mitigating inter-agency rivalry and increasing efficient coordi- 
nation of related activities. It speaks to the concept cited, earlier, of this 
bill ns filling vacant interstices rather than creating new enclaves. It will 
serve those States which organize their mental retardation services in 
tandem with mental health without forcing this pattern on all States; 

8. the requirement that States give special consideration to areas of 
urban and rural poverty in its priorities and through special financial and 
technical assistance. We also believe that these areas should receive more 
favorable federal matching for construction. A provision such as proposed 
in S. 2523 (which would he applicable to both mental health centers and 
facilities for the developmental^ disabled) is strongly indicated; 

^ 0. the requirement that the State devise methods to assess its own effec- 
tiveness and accomplishment in meeting the needs of its developmental^ 
disabled citizens ; 

10. tli<! substitution of the concept of “services” in the most appropriate 
setting for the concept of “staffing n facility** and the express inclusion 
within this definition of a number of important services heretofore not 
given express 1 sanction for federal support in this context We hope that 
the Secretary will make sure that “a range of services” includes improvement 
and diversification of both residential nnd nonresidentinl services nt all age 
levels. 

U NXVEHS1T Y- AFFILIATED FACILITIES 

Finally we want to give wannest endorsement to Title II — with its extension 
and various changes in Part B of the Mental Retardation Facilities Construction 
Act. The concept of a university-affiliated facility for those with neurological 
handicaps, to be used as the focal point of an interdisciplinary professional train- 
ing program was sufficiently innovative as its introduction to generate some 
resistance. We believe that this will turn to acceptance and enthusiasm as the 
“products” of these centers become more visible and useful to us all. In any 
case we believe it would be not only unfair but very wasteful to defer further 
(or refuse) funding to the dozen or more universities which in good faith began 
planning three and four years ago to implement an idea which was being espoused 
and promoted nationally. The fate of these carefully prepared but still unfunded 
projects hangs on S. 2846. We ourselves see these facilities as most important 
pace setters as well as sources of much needed expertise and personnel. We 
believe that every major population center should be within 100 miles of such a 
university-affiliated program and hope the Congress will eventually see lit to 
permit all areas of the country to share in the benefits of this proximity. 

We are deeply grateful for the attention given this subject by the Committee, 
and warmly appreciative of your special contributions, Mr. Chairman, to what 
we are sure will be its success. 

COMPARISON OF 1969 AND 1970 BUDGETS FOR THE DIVISION OF MENTAL RETARDATION 

lln millions) 



Budget as it appears in 

appropriations documents Budget corrected for comparability 



1970 admin- Increase or 

1969 istration 1969 1970 decrease 



Staffing • $8,358 



Initial (8.358; 

Continuing 

Hospital improvement and inservice 

training 8,972 

Rehabilitation service projects 

Research .126 

Construction: > 

Community facilities 6,0 

University-affiliated facilities 9. 1 



Total 32.556 

Public Law 88-164 only 23, 458 



$12.0 


$8,358 


$12.0 


-j-$3,B42 


(4.845) 


(8,358) 


(7.3) 


(-1.058) 


(7.105)- 


(4.7) 


(+4.7) 


8,972 


8.972 


8.972 


0 


4,5 


3 4. 1 


3 4.5 


+.4 


.126 


.126 


.126 


0 . 


8.031 


3 12,0 
9,1 


4 8, 031 


-3.969 

-9.1 



33.629 42,656 33,629 -9.027 

20,031 29.458 20.031 -9.427 




* Programs authorized under title I, Public Law 88-164, pts, P, C, D. 
3 This item carried by HSMHA in 1969. 

3 This amount raised to $12,031 by floor action in H.R. 13111. 

4 Includes $6,000,000 reappropriated from 1968 cost reduction. 

38-191 O — 70 14 
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Dr. Boggs. I would like to start out by paying tributo to this 
Senate committee. It is responsible for at least half the Federal 
funds— and when ave think of the funds that are used for maximum 
leverage it is more than three-quarters of the funds— that affect the 
well being of the mentally retarded in the programs of the Department 
of Health, Education, and Welfare. 

This Senate committee has during the past decade brought forth 
legislation of enormous benefit to the handicapped. The provisions for 
education of the handicapped developed since 1965, the recent modi- 
fications of the Vocational Rehabilitation Act, and the greater priority 
to construction of rehabilitation facilities have been especially 
significant. 

I think I should add that, in many instances, this legislation bore 
the stamp of the committee much more than of the administration that 
proposed it. Nevertheless, a number of these programs tend to gravitate 
toward short-term solutions. They tend to provide assistance for those 
pupils or those clients or those patients who are considered to “profit 
most,” who can be trained or treated and then discharged as self- 
sufficient within a limited period of time. 

The exception to this statement is the legislation which is before us, 
thepredecessor act of which addresses itself to all the mentally retarded 
without any such distincti on . 

The advances which have been made under the legislation I have 
cited, and the objectives that I quoted of returning people to the main- 
stream of society, are extremely important and have been vigorously 
supported and promoted Hy our association. 

Nevertheless, we in NA'RC cannot overlook the fact that there are 
children who are still excluded from public schools because of the 
severity of their retardation, young adults denied the benefits of reha- 
bilitation at public expense because it is thought it will not make 
them employable within 2 years or less, and older retardates who are 
placed in residential institutions of doubtful quality because the neces- 
sary supportive services in the community are not available. 

We are also aware that the severely disabled but mentally alert 
child or adult who does need a specialized living environment may 
be denied even that to which the retarded are entitled under State law. 

For the most destitute of the adults disabled in childhood and for 
those deprived of previous support from an employed parent, Gov- 
ernment does provide minimal “income maintenance” under public 
assistance and social security, but the resources, the services which 
could maximize their human condition are often not there, for love 
or money. 

This is true of medical resources; it is even more true of nonmedical 
resources. 

It is true for those from well-to-do families as well as for those on 
“welfare,” and it is even more true for that in large but mostly 
unstudied group who have very modest means but are not indigent. 

It should be noted that Congress has an inclination to define pro- 
grams so as to bring limited benefits to the largest number of people. 
Even “medicare” will not cover a continuous stay of more than 100 
days in an “extended care” facility; “maximum benefit” is a polite 
phrase for easing children out; of a State crippled children’s program 
after the most dramatic part of their treatment is over, leaving parents 
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is typical of all adults similarly disabled in childhood. The same is 
true of the finding that more than 85 percent have a disability originat- 
ing before their first birthday, a figure that rises to 90 percent by age 8. 

About 28 percent are in institutions. This figure should probably be 
adjusted downward to 25 or 28 percent for the adult disabled group 
as r i whole to compensate for the higher average age of the beneficiary 
group, because the beneficiaries are on the average somewhat older 
than the total adult disabled group. 

Combining a variety of data we estimate that there may be as many 
us 3.5 million developmentally disabled adults and between 3 million 
and 4 million children, 

On the basis of the foregoing data it seems reasonable to assume 
that, of the group to which S. 2846 is directed, about two-thirds are 
retarded and almost all the rest have neurological disorders or 
severe mental illnesses originating in childhood with poor prognosis 
for recovery. This latter group includes the typical cases of “infan- 
tile autism.” 

This subject of definition has been brought up because of the fear 
that the broadening of the coverage of the act as compared to the 
present act would dilute the attention and focus for the mentally 
retarded. 

We would concur that there is a danger in this respect and we 
would like to comment on that point. 

You will note that section 134(b) (4) of the bill specifies that the 
State plan must “(A) provide for the furnishing of a range of serv- 
ices and facilities for persons with developmental disabilities associ- 
ated with mental retardation, (B) specify the other categories of 
developmental disabilities which will be included in the State plan, 
and (C) describe the quality, extent and scope of such services as will 
be provided to persons with mental retardation and other develop- 
mental disabilities;”. 

We understand this to mean that the State plan must include pro- 
visions for the retarded and may include or phase in services to 
others with developmental disabilities other than retardation. 

We believe, that in light of present circumstances this proviso is 
only fair and realistic. The legislation which this act will replace is 
limited to the retarded. Their interests should be protected in any 
broadening of the group to be covered. 

Moreover, as a practical matter, it wjj. be impossible for the States 
to revise their existing State comprehensive mental retardation plans 
for fiscal 1971 in time to cover additional disabilities nnder the new 
legislation in a meaningful way. 

This thought should also reassure the Federal agencies which are 
called upon by the bill to promulgate applicable regulations by 
March 1, 1970. 

We believe the Congress should expect that, for example, the State 
construction plans required tinder the act for 1971 should conform 
with what might have been required under part C of the expiring 
legislation, with significant changes first becoming apparent in 1972, 

In connection with the anticipated phasing in of additional cate- 
gories of the developmentally disabled under the State’s own timetable 
in accordance with the option offered in section 134 (&) (4), we wish to 
speak approvingly of the provision in section 132(a) (2) which would 
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require the Secretary to take some cognizance (in his formula for 
allotment to the States) of the inclusion or exclusion in any State’s 
plan of persons other than the retarded. 

In view of the data cited above indicating that about two-thirds of 
the developmentally disabled are retarded, we would expect that the 
Secretary would augment any State’s allotment by an amount up to 
and not to exceed 50 percent additional when, and to the extent that it 
encompasses a range of services to eligible persons who are not 
retarded. 

This provision means that a State does not have to penalize its re- 
tarded citizens by trying to stretch its allotment to co ver more disabil- 
ities. The provision thus oilers an incentive in the right direction. 

On the other hand, this provision could work a serious hardship on 
all concerned if the President and Congress do not provide sufficient 
additional funds so that the allotments are not only proportionally 
(to others) but absolutely enlarged as the scope increases. 

If appropriations are not provided in 1972, and thereafter, to cover 
increased activity projected by the States, as well as the increment 
which should be expected in funds for mental retardation alone, then 
we would expect the Secretary to exercise powers available to him 
under section 139 to limit the “categories of persons for whom such 
services may be provided” so that expansion to new categories does not 
take place at the expense of those already covered. 

Now the Administration yesterday was taking the position that they 
could not possibly provide these additional funds that would be neces- 
sary and, therefore, the legislation should not proceed in this direction. 

Mr. Chairman, we think this is a very shortsighted view. The pur- 
pose of substantive legislation which comes before this committee, 
as distinct from appropriations legislation, is to set the pattern of 
growth in a logical way for the future. 

We do believe that it is important to develop legislation stage by 
stage in a logical way and to lay the basis for future programing. 

The fact that we have what we all hope will be a temporary strin- 
gency Avitli respect to funds should not be used as an excuse for scrap- 
ping the foundations of a good program and failing to build toward 
the time when we will have more ample funds to carry out a logical 
and appropriate program. 

We believe that wo need a transitional phase in this legislation 
which Avill move us toward the concept of a functional definition of the 
group which is in need of similar— not identical but similar— services, 
services Avhich will be similarly organized, and that we Avould in any 
event (even with ample funding) need to have a period of phasing 
of the neAvly covered groups. This has to be done in an orderly 
fashion and in a fashion which gives the States some latitude in ad- 
justing their complex groupings of services which have some impact 
on the disabled. 

To go backward, to disregard the progress that has been made in 
the last 5 years, and to act as though the effort which the States have, 
in response to the Federal request for planning, put into organizing 
State agencies so as to address themselves to needs — to act as though 
this had never happened and to go back to the project grant approach 
which Avas appropriate in 1962 and 1963, Avould in the opinion of many 
of us be a very sad backward step. 
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We want to point out that S. 2840 reposes more trust and discretion 
in State administration than does Public Law 88-164 which it will 
replace. 

Whereas the provisions of the present act delineate specific solutions 
to one presupposed problem (the need for specialized facilities for the 
retarded), the Kennedy- Yarborough bill describes a problem area 
and invites the States to propose within broad guidelines, solutions 
which are most adapted to the manifest needs and to the context of 
existing programs within each State. 

Such latitude would have been premature in 1963, when the mental 
retardation legislation (to which S, 2846 provides a successor) was en- 
acted; we believe, however, that it is not only timely but fitting as wt 
approach the 70’s, to make this transfer of responsibility. 

The program is getting larger and more complex and the idea that 
the Federal Government is the repository of all knowledge in these 
matters and that it can carry on a dialogue with local agencies and 
tie its strings around every $20,000 grant is just out of date. 

It is important in this area that local initiative bo encouraged and 
that the money reach the people in the local communities. I think the 
language in this bill makes it clear that it is intended to do that, and 
that the States can be expected to respond, as they have heretofore 
under 88-164, in that regard. 

Thanks to intense State planning activity in mental retardation in 
the past 5 years with Federal assistance, and to the growing public 
understanding and voluntary agency activity on behalf of the handi- 
capped, States and communities are now ready to respond to the kind 
of Federal initiative and incentive proposed in S. 2846. 

The State comprehensive planning in mental retardation, when con- 
sidered in conjunction with the State planning required and stim- 
ulated by other State-Federal programs referred to earlier, constitutes 
an adequate point of departure for the broadened target group con- 
templated in this bill, S. 2846. 

Wo have listed in our prepared testimony a number of other pro- 
visions in the bill before us which we regard as real improvement 
over the present act. 

I will refrain from touching on all of them but I wish to call atten- 
tion to a couple. In the first place, there is a requirement that there be 
some State financial contributions in the implementation of the plan 
and some limit on the extent to which purely local or private funds 
may be substituted for the States’ share. 

Under the present act there is really no requirement that the State 
government put up any money excepting for administration. 

We believe that the requirement for State contribution will 
strengthen the program and strengthen the State-local partnership. 

We want to point out that there is a requirement that the States 
give special consideration to areas of urban and rural poverty and 
that it give special financial and technical assistance to those areas. 

Wo also agree wiii the administration that these areas should re- 
ceive more favorable Federal matching for construction. The figure 
cited lias been up to iO percent. 

This is in fact considered by us to be part of S. 2846 for the reason 
that the provisions of S. 2846, if enacted, will be governed by the 
specifications as to the Federal share which are contained in title IV 
of the existing act as it may be amended. 
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It is proposed by the community mental health centers bill which 
is pending, S. 2523, to change that Federal share in the direction that 
we have just indicated and the administration supported that change 
when, it testified on the mental health bill. If, for any reason, this in- 
creased Federal share for poverty areas is provided for mental health 
by a mechanism other than amendment of section 402 of Public Law 
88-164, then a corresponding provision should be included in S. 2846. ' 

Therefore, if this committee in its markup — which we anticipate 
shortly — of the mental health bill follows its own advice and that of 
the administration it will automatically provide for a revised and more 
favorable Federal share for areas of urban and rural poverty in respect j 

to mental retardation construction. j 

Of course, if part C is allowed to lapse without extension or substi- j 

tution, that won’t be the case. Your bill provides a new part C; a : 

substitution. j 

Finally, I want to mention and reinforce that the bill provides for j 

the substitution of a concept of “services in the most appropriate set- 
ting” for the much more limited concept, that of “staffing of the 

facility”. j 

The express inclusion within this definition of a number of important \ 

services heretofore not given express sanction for Federal support in ! 

this context is to us very important. ] 

I refer here, for example, to protection sendees, to information and ! 

referral services, to specialized aspects of generic services which are \ 

often carried on elsewhere than in facilities for the mentally retarded. j 

We also hope that the Secretary will mak, sure that in interpreting j 

the meaning of the term “a range of sendees” lie will include diversify ; 

cation of both residential and nonresidential services at all age levels. j 

Mr. Chairman, title II on university-affiliated facilities is to us of 1 

extreme importance. You heard very eloquent testimony on this sub- I 

ject yesterday. We support the extension and expansion of that provi- j 

sion, part B of the present act, and support the testimony wihch was j 

given by the people closest to that problem, the directors of the univer- J 

sity-affiliated facilities. j 

I’d like to stress two aspects, however. First, we find shocking the i 

refusal of both the Johnson and Nixon administrations to request any j 

funds in fiscal 1970 for construction of university-affiliated facilities \ 

even though there are approved and approvable applicants. This is } 

compounded by the failure of this administration to give any assur- j 

ances that these applicants will be given the slightest consideration j 

under its proposals outlined yesterday. (Indeed if it does fund any ' 

such facilities out of its proposed current level of funding of Public j 

Law 88-164, it would cause further serious curtailment of the com- } 

nmnity programs.) 

We find this behavior shocking and disturbing because it means that j 

the leaders in HEW are prepared to consider expendable the time and j 

energy already invested by literally hundreds of key professionals in 
the short-staffed field of mental retardation and related impairments. 

These are the men and women who have been, in good faith, developing 
exciting new plans in response to the Federal leadership that seemed 
to be so clear after Congress gave unanimous support to the UAF idea 
in 1963 and 1967. 










A “now you see it, now you don’t” approach to this issue will have 
a very disquieting effect on the already strained relations between the 
Federal Go vernment and the universities. 

Many millions of private and State dollars have been invested in 
planning programs and facilities and in assembling the initial inter- 
disciplinary staff in anticipation that the Federal Government meant 
business. It may be argued that the Federal Government is giving lip- 
service to controlling expenditures while it contributes to inflation by 
causing dollars spent at other levels to be wasted. 

The same observation applies also to the structures and plans 
brought into being at the State and local levels, in response to the 
inducement offered under part C. 

Thank you. 

Senator Kennedy. That is very comprehensive testimony, Dr. 
Boggs. I want to express our great appreciation for your comments 
this morning, and for your help in the past in developing many of the 
ideas in this field. 

You have shown once again this morning why botli President Eisen- 
hower and President Kennedy exercised such fine judgment in express- 
ing their confidence in your guidance on the problems of the retarded 
nnd on our youth. 

Let me express our appreciation to you. 

I believe you heard the administration’s comments yesterday on S. 
2846 and the formula grant approach. Can you give us your, own feel- 
ing about your reaction to this? 

Dr. Boggs. Frankly, Mr. Chairman, listening to the administra- 
tion testimony yesterday was one of the most discouraging experiences 
I have had in 10 to 12 years in dealing with Federal legislation. 

It was really — well, let me symbolize it this way: This morning I 
went topick up a copy of MR68 which is last year’s report of the Presi- 
dent’s Committee on Mental Eetardation. 

I found the pages were stuck together. Somebody had spilled a glass 
of water on it. It was symbolic to me. Cold water has been thrown upon 
the hopes that we have entertained for the Federal commitment to the 
mentally retarded and the pages were stuck together. The report was 
closed. It could not be further read, further heeded. 

Yesterday’s was a very discouraging experience. It was discouraging 
because I could not help but feel that this administration was making 
policy hastily at a level in the administration, at a locus in the admin- 
istration, where there is obviously little understanding of the true 
problem. 

It seemed to me that this was a careless brushing off of a need which 
has taken a long time to make itself manifest and visible. It was a 
careless way of abandoning any attempt to build on the impressive 
State level commitment and technical competence which has been 
nurtured, in the past 5 years especially, by the Federal Government. 

It was inconsistent in its approaches to the Federal-State relation- 
ship. It was a way of saying to the State agencies and the Governors 
and the legislatures, “The Federal Government is a fickle acquaint- 
ance; it is not a solid partner; don’t count on anything we say or tell 
you because 2 years later we may change our mind.” 

The administration witnesses said they would guarantee under this 
project grant approach that each State would get at least as much as 
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it would get in 1970 under the construction provision which, according 
to the administration’s request, is the magnificent total of $8 million 
for construction for the entire Nation (an amount that is about what it 
takes to build one good-size office building), and that this amount is 
going to be distributed among all the States. It means that 27 States 
can counton getting $100,000 and those who get a little more are pro- 
portionately very underfunded. 

It means that California can only be guaranteed one-fifth as much 
per capita as the neighboring State of Nevada. 

It means that a poor State such as Mr. Black was pleading for 
yesterday, for example the State of Mississippi, can be sure of $9,000 
more than Nevada, which I also cited, or for that matter, $9,000 more 
than Alaska. 

Of course, to be fair to the administration, what they mean to do is to 
take additional money and parcel it out as they see fit, without any 
assurances, but if you are doing State planning you need some guar- 
antee and what I just described is all the guarantee they would get 
under the administration proposal. 

It says to me that an administration which has been in office for 11 
months and has had excellent review machinery supplied to it, already 
in being in the Federal structure, provided by previous administra- 
tions; which inherited a President’s Committee composed of the out- 
standing people in the Nation, that this administration is now saying, 
“Oh, gentlemen, we should look at this program; give us time to study 
it some more.” 

This is a very discouraging experience for those of us who have been 
in the field. 

Senator Kennedy. I suppose it is particularly discouraging, since 
we know that the present program is going to expire next year. It is 
not simply a question of whether Ave start on such a program de novo 
today. 

There must be some kind of machinery that tells the Federal agencies 
that certain legislation is going to expire. 

Dr. Boocs. This is true of all the health legislation and particu- 
larly true of this. I don’t think it is any secret that the outgoing admin- 
istration had the good grace to draft legislation in this area and leave 
it on the desk. 

This is not a partisan area. The only real crunch issue was, Iioav 
much could we authorize, how much money could we spare? 

This, as experience has ivell shoAvn, is an issue that confronted Presi- 
dent Johnson and President Nixon alike. 

This effort, this ongoing effort of the Federal machinery has been 
available since January, but no attention ivas paid to it. 

It is for this reason that we so welcome the initiative of this com- 
mittee which, as I said earlier, has on several previous occasions come 
to the rescue Avhen the administration has failed in its responsibility. 

I am not speaking in a partisan sense here. It has happened several 
times. 

Senator Kennedy. One of the responses in Mr. Black’s testimony 
is that some $585 million is already being spent on the retarded. This 
figure certainly startled me. We receh'ed some background information 
in a lengthy report Avliich was made a part of the record yesterday. 
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What is your reaction to this statement? They say we are already 
spending $585 million. Therefore, they said, the dollar figure in S. 
2846 is unrealistic, especially with our current fiscal problems. 

What is your reaction to these statements? 

Dr. Boons. This is like saying medicare provides services to people. 
It does provide services to people but only those over 65. 

The money being spent by the Federal Government on . mental re- 
tardation is of great value; it is like medicare, it is important, it 
addresses itself to the problem, but it does not address itself to all the 
problems in the field of mental retardation. 

There are gaps in this system. But let mo speak to that $585 million 
figure. That, as I understand, came as a shock to you and members of 
the committee. However, this is a figure we have been familiar with 
for some months because we are very much interested and concerned 
that all the agencies of government address themselves to the mentally 
retarded in a fair and equitable way. More often than not, the retarded 
have been screened out of programs to which they are entitled as 
citizens. 

We have spent the past 10 years making sure that educators educate 
the handicapped and that health people look at the long-term disorders 
as well as the acute conditions, and so on. 

We believe that the mentally retarded should get their share within 
the whole range of existing programs and that the special agency — 
the Division of Mental Eetardation — should deal primarily with those 
problems which were either interagency in nature or did not fall natu- 
rally in the responsibilities of the other agencies. 

Now, for that $585 million of expenditures for 1970. Mr. Black said 
we ought to look at his $20 million for Public Law 88-164 in the con- 
text of this $585 million. I ask you to look at this $585 million in the 
context of the total HEW program. 

This $585 million includes not only the regular appropriations for 
the Department but also the trust funds that are expended for the 
retarded who are entitled to social security. That means that $585 
million is part of $69 billion. That is what it is — less than 1 percent — 
and yet Mr. Black wil cheerfully tell you that 3 percent of the citizens 
of this country are mentally retarded. 

So I am not so impressed by $585 million as being that much of a 
commitment Furthermore, I think wo need to analyze this figure a 
little bit. 

Incidentally, Mr. Chairman ? the figures that Mr. Black quoted are 
obviously the same as were given in the testimony of the Secretary 
before the House Appropriations Committee earlier this year and I 
have taken the liberty of duplicating the table on three pages out of 
that testimony which summarizes these programs. 

Senator Kennedy. We will make that table a part of the record. 
Dr. Boggs. Good. 

(The table referred to follows:) 
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Dr. Boggs. Also, there is another breakdown of the same sum, I 
am going to address myself to that, too. In this excellent annual publi- 
cation called “Mental Retardation Activities of the Department of 
Health, Education, and Welfare, January 1969,” there is a breakdown 
of this same $585 million according to activity. 

(The material referred to follows:)' 

OBLIGATIONS FOR MENTAL RETARDATION PROGRAMS BY ACTIVITY DESIGNATION, U.S, DEPARTMENT OF HEALTH 
EDUCATION, AND WELFARE, FISCAL YEARS 1968-70 

fin thousands of dollars] 



Fiscal years — 



Activity 


1968 

actual 


1969 

estimated 


1970 

estimated 


Services: 

Health Services and Mental Health Administration 

Office of Education 

Social and Rehabilitation Service 


2,661 

38, 089 

81,359 ' 


1.738 

53,218 

148,272 


0 

69, 43® 
200, 0 1* 


Total 


122, 109 


203,228 


26 9,452 


Training of personnel*. 

Health Services and Mental Health Administration 

National Institutes of Health ... 

Office of Education 

Social and Rehabilitation Service 


2,291 

12,476 

’ 9,000 

16,386 


2,688 

13,066 

10,129 

18,807 


870 

12,449 

10,150 

23,507 


Total 


40,153 


44,690 


46,976 


Research: 

Health Services and Mental Health Administration 

National Institutes of Health 

Office of Education.. 


644 

22, 588 

948 


630 

24,492 

1,225 

6,335 


625 

25,637 

2,120 

6,361 


Social and Rehabilitation Service 


6,293 


Total 


30,473 


32,682 


34,743 


Construction: 

Social and Rehabilitation Service 


17,546 


27,941 


14,003 


Total 


17,546 


27,941 


14,003 


Planning: 

Social and RehabUitation Service 


1,394 


0 


0 


Total 


1,394 


0 


0 


Income maintenance: 

Social and Rehabilitation Service 

Social Security Administration 


55,000 

109,800 


65, 000 
133,700 


75, 000 
144, 300 


Total 


164,800 


198,700 


219,300 


Other: 

Health Services and Mental Health Administration 

Office of Education 


52 

0 


52 

90 


0 

90 


Total 


52 


142 


90 


Secretary's Committee on Mental Retardation 1 

President’s Committee on Mental Retardation 


028) 

577 


O60) 

580 


(160) 

605 


Total 


577 


580 


605 


Grants and services 

Income maintenance - 


212,304 

_ 164,800 


309,263 

198,700 


365, 869 
219,300 


Grand total, all funds 


377, 104 


507,963 


585,169 


i These amounts are shown as non-add items since they are derived from funds available to several agencies 



of the Department of Mental Retardation activities. 

Dr. Boggs. The first sheet represents the way it was presented to 
the Appropriations Committee. The second is broken down differently. 
Both of these are important in the way they reveal the thrust of 
funding. 



219 



Now Mr. Black looked at the bottom of that long sheet (first- 
table) and he said $305,865,000 of this goes to what lie called services 
and grants. That excluded the so-called income maintenance provision. 

ITe said this was $56 million more than last year. Let me just show 
you where that $50 million comes from. In the first place, $25 million 
of it ponies from a phony line item called medical assistance. I will 
explain that if you ask me. It is the line item railed “Medical Assistance 
grants to the States, $100 mil] ion.” 

That is an estimate if ever there was one. I just want to tell you 
that 90 percent of that money is a well disguised revenue-sharing 
grant to the States. It is replacing State money that has been spent 
for the retarded heretofore. Very little of it is upgrading services for 
the retarded. Therefore let us take the $25 million increase for that 
out of the $56 million overall increase claimed by Mr. Black. That 
leaves $31 million. 

Now, Mr. Black didn't tell you, in presenting this material, that 
this material was developed and presented to the House Appropria- 
tions Committee before the Nixon budget cuts came along, $o let us 
take off $11 million total for Nixon budget cuts. This is composed of 
$6 million out of the retarded. 4 ?’ share of vocational rehabilitation and 
$2.2 million out of the training programs of the university-affiliated 
facilities that you heard about yesterday, $1 million out of the $3 mil- 
lion earmarked for research in the NICHD and another $1 million 
of unearmarked money for research in two of the institutes and a 
half million of vocational rehabilitation training money. All these 
were cut from the $585 million by the President. 

I am taking these as the proportion attributable to the retarded, not 
the total cuts of these programs. Then there is another half million 
dollars or so of miscellaneous cuts in libraries and community serv- 
ices, and so forth. That makes at least $11 million that the Nixon 
administration took out. That takes this $585 million down to $574 
million and it takes the $56 million “increase” down to $20 million. 

Now, there is a $15 million increase over last year in vocational 
rehabilitation which is mandated under tlxe legislation this committee 
prepared. There is $11.5 million new amount for vocational' educa- 
tion of the handicapped which is also mandated by this committee. 
This is a total of $26% million that is in this 1970 budget that was 
not in the 1969 budget, as a result of the mandate in vocational educa- 
tion and vocational rehabilitation that this committee enacted. If you 
subtract that from Mr. Black’s phantom increase you get a minus 
number. You are down to minus $6.5 million, ail overall reduction 
in what is available for service, and training in mental retardation, 
other than in vocational program. 

Another way to look at this is through the two page table you 
have there (second table) ; you will notice that $585 million covers 
research, training, construction, services and so forth. 

Research, we in NARC have supported research diligently. Train- 
ing is tremendously important and our testimony in support of title II 
should indicate that. But when you talk about what is happening to 
the retarded who are here and now, you have to get down to the 
service area. 

In the second table, at the top you will notice that $269 million 
is listed for services, if you take out the $100 million phony money 
I spoke of, that gets you down to $169 million. 

38-191 o — 70 — 15 
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Most of that is education and vocational rehabilitation. Both 
vocational and rehabilitation funds are funds we have fought for. 
We want them, we need them, but they don’t do everything for the 
mentally retarded of all ages. They don’t reach very many preschool 
children and they don’t reach the retarded over 30. 

So there are lots of unmet needs when you take that service figure. 
That is what title I of this bill is addressed to — provision of sendee. 

Senator Kennedy. What about the relation of the State plan 
required in S. 2840 to all the other so-called “comprehensive” plans 
this committee hears about? Should we make this State plan con- 
sistent with the State partnership for health plan, for instance? 

Dr. Boggs. We certainly hope that the State plans for those with 
developmental disabilities will be seen as being coordinated with, 
rather than subordinated to, any other major State plans in health, 
or mental health, or education, or rehabilitation, or welfare, because 
the developmental disability plan is related to all of them but cannot 
be subsumed entirely under any one of them. 

Those two tables we just discussed, particularly the first one, indi- 
cate that the mentally retarded are identified and served in vocational 
rehabilitation, in maternal and child health and crippled children’s 
services, in special education, in public assistance, and also in a few 
adult health programs. I expect that Dr. Ganger, when he testifies later, 
will be able to show you that quite a few retarded children and adults 
get psychiatric services in mental hospitals — 40 or 50,000, maybe. The 
position of NARC lias always been that the mentally retarded should 
as far as possible get their health services from health agencies, their 
social services from our social agencies, their education from public 
and private schools, and so on. But some of their needs are too special- 
ized and for one reason or another fall outside the competence or 
mission of the generic agencies. And all the pieces have to be brought 
together in a planned way from the point of view of the retarded, 
individually and collectively. No one agency can do it all. 

We would recommend that the committee make clear that the State 
plan for the developmentally disabled should specify what is being 
done or will be done for the target group under other major State- 
Federal plans and how the DDSFCA plan will complement, rather 
than duplicate any of those plans. However, we would not favor a 
Federal requirement for multiple agency clearance of individual 
projects within the State plan, 

Of course, there already is a general requirement for clearing con- 
struction projects with metropolitan and other physical planning 
bodies, winch would have to be respected. 

Senator Kennedy. ITow about leveling off this program at $20 or 
$25 million as Mr. Black suggested yesterday, in view of the amounts 
that are being spent in the other programs? 

Dr. Boggs. “Leveling off” is a very arbitrary idea. It takes no 
account of the history of a program, of its maturity. It’s like saying 
to a family “As of now, and henceforth, each member will be allowed 
no more to eat than he had to eat last year” without regard to whether 
the person is 6 months or 0 years or 00 years old. Onr program is a 
toddler who should be "rowing. The nearest comparable program, the 
community mental health centers program, lias had a head start (due 
to various historical accidents) ; its staffing funds first became avail- 
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able in fiscal I960 and have grown every year since; the first mental 
retardation staffing grants were awarded only at the very end of 1969. 
So leveling off for both programs is premature, but in mental retarda- 
tion it is a disaster. Actually, it isn’t even leveling off; it’s reduction 
that is proposed. 

As I’ve indicated already. This program is not interchangeable with 
others affecting other aspects of the problem. It zeros in on unique 
needs not otherwise addressed by the Federal Government. 

Senator Kennedy. Li its reports “MR68” and “MRG9” the Presi- 
dent’s Committee made a number of recommendations in terms of 
improving services and facilities. Is the administration’s position 
consistent with the recommendations in these reports ? 

Dr. Boggs. MR68, reaffirmed by MR69, focused on three main 
priority areas. One of these is the mentally retarded in poverty areas. 
Mr. Black made some references to that. I think his interpretation 
of the situation showed a lack of understanding of the problem but 
he did quote that finding of the President’s Committee. 

The second priority area was residential care. I don’t think the 
administration’s proposals address themselves in any substantial way 
to the problems in that area. I believe that S. 2846 can and should; 
it certainly is intended to cover both residential and nonresidential 
services and provide assistance in diversifying the range of living 
arrangements; the bill adds (to the definition of services) “specialized 
living arrangements” that focus on the need for so-called “alternatives” 
to the standard type of institutional care. 

You bill, Mr. Chairman, addresses itself to these problems. The 
administration approach is a very spotty one at best. They didn’t 
say a word yesterday that indicated to me that they appreciate the 
nature of this problem of residential care. 

Finally, MR68 spoke to the manpower question. Probably the most 
important single tool that we have at present in the manpower picture 
is the imiversity-affiliated facility idea. You heard yesterday what 
the universities are doing and the real changes that are being brought 
about, both in the training programs themselves and in the byproduct 
effects on the service areas, but this was brushed aside by the 
administration. 

MR69 talks about building on the past, building and moving into 
the 70’s. Let me quote their exact language. 

It is 

“Time to consider carefully and begin building the urgently needed pro- 
grams for the retarded that must come into being during the 1970’s. Time to 
renew our national resolve to bring the mentally retarded into full participation 
in daily life and work as their individual capabilities permit. 

Time to press on in quests for ways of preventing mental retardation. 

I don’t think that the administration witnesses really address them- 
selves to that either. t • 

It is true that the Deputy Assistant Secretary for Health did men- 
tion prevention and I was glad to hear he was aware of this need. But 
prevention depends on research and on training of manpower. 

Primary prevention is not a primary objective of title I of this bill. 
Secondary prevention is, because early services are important to sec- 
ondary prevention. 

Senator Kennedy. What is your feeling about the administration’s 
position that by project grants rather than formula grants, they will 
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be able to focus the limited resources in the areas of greatest need — 
for example, in poverty areas? 

Dr. Boggs. Let me say, first of all, that every major Federal pro- 
gram which involves activities which have to be carried on at the State 
and local level should, in our opinion, consist of both formula grant 
money and project grant money. 

The reason there is no project grant provision in title I, I am sure, 
is that there already exists a broad — by that I mean broad in terms of 
its applicability — project grant authority available to the Division of 
Mental Retardation. 

Senator Kennedy. Is.that under the Mental Retardation Act? 

Dr. Boggs. No, it derives from a special phrase added in 1968 to 
section 4 of the Vocational Rehabilitation Act. It was incorporated as 
an amendment proposed by Senator Hill. It makes possible, project 
grants related to rehabilitation of the retarded without limitation to 
vocational rehabilitation. 

Senator Kennedy. How much money is involved? 

Dr. Boggs. For fiscal 1970, $4.5 million has been requested. This 
year is the 1st year under which project grants will be funded under 
the “section 4” authority. This is called “rehabilitation service projects” 
in the table we have appended to our prepared statement. It does every- 
thing that the administration talks about except provide project grants 
for construction. 

It provides all the other things, training projects, service projects, 
demonstration projects, and so forth. It is a very useful little thing. 

What do they ask for? For $4 y 2 million for projects for the entire 
country for 1970. That could be expanded without any more attention- 
to substantive legislation. 

Senator Kennedy. They have not had a project grant authority 
before ? 

Dr. Boggs. The Division had a project grant authority when it was 
part of the Bureau of State Services of the Public Health Service. 
It began in 1963-64 and was gradually built up to $5.5 million in fiscal 
1967. Then after the Partnership for Health Act, funds were no longer 
available specifically for mental retardation, and the Division was 
without general project authority and leverage in fiscal 1968 and 1969. 

Senator Kennedy. Do you believe that there should be a clearly 
spelled-out project grant authority in S. 2846? 

Dr. Boggs. While not absolutely necessary, such an authority would 
strengthen the bill if it were not allowed to diminish the basic formula 
grant provisions. 

Senator Kennedy. Do you believe that project grants are needed to 
reach the areas of greatest need ? 

Dr. Boggs. Not necessarily, not federally administered project 
grants j with a properly structured formula grant, you can assist the 
States in doing the job in the areas they identify as high priority areas. 
Don’t think the States don’t know where these problems are. 

In further response to your question, the important things are, I 
think, first, the fact that project grant authority alone is not enough; 
if the project grant authority were big enough to do the job in deprived 
areas, it should not^be a project grant authority. Secondly, Secretary 
Black yesterday showed a lack of understand ing of the nature of the 
problem in the so-called poverty area when lie kept talking about the 
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necessity for putting facilities “in the places where 75 percent of the 
retarded are. 55 

Now, in MRG8 there was a map, on page 18, of St. Louis which pur- 
ported to show, and I think did show to a considerable extent, that 
there is a correlation between the school enrollment of mildly retarded 
educable children and the existence of poverty. 

It showed the proportion of all schoolchildren who are enrolled in 
special classes for the educable mentally retarded, by census tract. 

It showed that the highest concentrations were in areas designated 
as poverty areas. 

The majority of these people, the mildly retarded, don’t need 
specialized facilities for the retarded. They don’t need to have a build- 
ing apart marked “institute for the retarded.” They need to have 
specialized services, from specially trained people, services built into 
the neighborhood health centers, into the education system, into the 
social service systems, so that their needs can be met where they 
naturally come for service. 

They do not need to get a big separate installation and a big label 
“mental retardation” placed on them in that way. 

They need to be seen for what they are, if they are indeed mentally 
retarded, by the people who deal with them, who attempt to assist 
them professionally with their problems. 

Let me digress for a moment and tell you that a recent followup 
study of the retarded in the public schools of New York City reveals 
a very interesting thing. 

It showed that whereas the enrollment in special classes for the 
retarded in New York City of Negro children was approximately 
proportional to the total number of Negro children in the New York 
public schools, the enrollment of Puerto Rican children in special 
classes was double and the enrollment of other white children was half, 
in proportion to their enrollment in the public school system. 

What this says is that Puetro Rican children are being identified as 
mentally retarded under situations that raise grave questions as to 
whether this is true mental retardation or whether this is the result 
of their failure to respond to the tests that we give them in a language 
foreign to them. 

Now this issue has become a hot one in Los Angeles recently, because 
of the large Mexican- American population there, to such an extent that 
the Los Angeles city schools have forbidden the giving of so-called IQ 
tests to first and second-graders lest the children get a label that they 
should not have, of mental retardation. 

Now I am saying this to point out that when Mr. Black says clearly 
“75 percent of the retarded are in the poverty areas 55 he hasn’t distin- 
guished the mildly retarded from the severely and profoundly 
retarded. 

In MR69 there is a map showing distribution, showing the number 
of identified profound and severely retarded persons in Los Angeles 
County overlaid with an indication of where the poverty areas are. 

I think if you remove the overlay on the poverty areas here and if 
you take account of the density of population in the tracts which con- 
centrate more in the center of the city, the very few people could look 
at that map and say, “Oh, well, I can tell from that map where the 
poverty areas are.” 
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We don’t deny that there is some correlation between tile conditions 
of poverty and the conditions of severe mental retardation. There is 
some correlation because lead poisoning, for example, which is n very 
devastating cause of severe mental retardation, is more common in 
dilapidated housing areas than in the suburbs. There are other factors, 
also. Bnt basically, the distribution of severely and profoundly 
retarded children and adults is not so very, very different in the differ- 
ent socioeconomic groups, and there is desperate need in all of them. 

Now, if Mr. Black only knew it, we in NAKO were among the first 
to point ont to the administration back in 1905 and 1906 that the func- 
tioning of Public Law 88-164, for the reasons lie outlined, was not 
resulting in facilities for the retarded being built in the poorer parts 
of town. 

This had to do with the matching formula, the low Federal share 
in urban States, and with thelaissez faire dependence on local private 
initiative, which was stronger in the more privileged areas, and it bad 
to do with the lack of any visible means of supporting the program 
after it got going. 

We have addressed ourselves to this problem in NARC. Mr. Black 
didn’t tell you that- half of the staffing grant money that was awarded 
in mental retardation, went into areas known to have urban and rural 
poverty. 

Your bill addresses itself to this problem. I think I mentioned in my 
testimony that the bill requires States to five priority attention to the 
areas of urban and rural poverty. I also mentioned the proposal for 
increased Federal matching under the construction provisions in title 
IV of the act. 

It should also be pointed out that many of the existing programs — 
other existing programs— can be brought to bear on the mildly 
retarded in the poverty area and should be brought to bear. 

So this argument seems to me to have been distorted. It is clear that 
we need to get more facilities for the moderately, severely and pro- 
founded retarded in the poverty areas. There is no question about it. 
Your bill would permit tins to be done, would provide incentives for 
it to be done under a formula grant approach. 

Another tiling we might mention is that Mr. Black kept saying that 
the distribution of mental retardation is not equal among the States. 
If you assume mental retardation is more present in poor States than 
in wealthy ones, let me point ont that the formula for allotting the 
funds gives attention to that. The per capita income in Mississippi is 
about half the national average and in Nevada it is about twice the 
national average. 

Fiscal resources of the States are taken into account in the formula 
for allotting the funds under the present act which would he con- 
tinued under your bill. I think this is not a good argument for an 
exclusively project grant approach. 

Senator Kennedy. Wlvat about the level and duration of funding 
under the bill. Bo you think it is adequate? 

Br. Boggs. I would say it is minimal. What we have been getting 
and are likely to get is less than minimal, however. 

Senator Kennedy. Is there any point in putting in an authorization 
which is above a realistic level that can be expected for 
appropriations? 
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Dr. Boggs. Yes. I think the authorizing legislation should reflect 
the need realistically, not grandiosely, but realistically. The limits set j 

in Public Law SS— 164 could and can be justified. \ 

For 1970 it authorizes $20 million for part 11, enough for six or 
eight facilities. In S. 2846 you ask for $20 million a year for 5 years. 

If we could achieve this level wo could fund one per State or one per 
•I million people by 1975 and be at full production in training -! 

professionals by 19S5. ^ . .... j 

For 1970, part C construction is authorized at $50 million. This is ] 

the annual level that was proposed by the President’s Panel in 1963. j 

Allowing for the fact that wo have put up less than 100 million Fed* I 

oral dollars in 5 years, for inflation and for population growth, a level 
of $75 million rising to $200 million just for construction and just for 
mental retardation is notout of line. 

Costs of services quite properly outweight construction. At present 
the States and counties are putting up more than a billion dollars a 
year for the care, training, and rehabilitation of the relatively small 
group — a quarter million* — of the retarded who require residential 
care. If Federal aid is to give the desired lift and new directions to 
this program, more than token dollars will be needed. 

On tins basis alone, the $100 million specified for 1971 in S. 2S46 
is a “barcboiics” statement of need for the retarded alone. Increases in j 

subsequent years should reflect the expanding attention to needs of \ 

the retarded plus a markup, eventually reaching 50 percent, as other 
developmental disabilities are phased iin # # j 

Senator Kennedy. IIow about duration ; is a 5-year authorization j 

too long? ] 

Dr. Boggs. Five years is none too long and 3 years is too short — too j 

short to enable the bureaucratic machinery to revolve and produce j 

results before we have to come back to you again to extend the j 

program. . . . • J 

In my State, we used to have required automobile inspections every j 

6 months— and a jam-up. The law was changed to require annual in- j 

spect ions. The accident rate wasn't accentuated by the jam-up was i 

eliminated. If Congress wants to get home before election day, it can i 

do so by giving some of these programs less congressional oversight 1 

and more time on the road between inspections. j 

Senator Kennedy. I want to thank you very much, Dr. Boggs. You 
have covered a number of different areas and it is extremely helpful 
tons. 

Again, thank you very much. You have been a great help to this 
committee. The testimony you have given will be extremely valuable 
to us. 

Dr. Boggs. Thank you for your kind attention and courtesy and 
for sponsoring the legislation. 

Mr. Hayes. Thank you very much. 

Senator Kennedy. Our next witnesses will he Dr. Bober t E. Cooke 
and Dr. Arnold Capnte from Johns Hopkins University. Dr. Cooke 
was trained at Y^ale in pediatrics and physiology. His first experience 
with the retarded was in 1944 at the Southberry Training School in 
Connecticut. He served under President Kennedy on the President’s 
Panel for Mental Betardation, and was a member of the President’s 
Committee on Mental Retardation under President Johnson and 
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President Nixon. In addition, he was Chairman of the Planning and 
Steering Committee for the Headstart program. ITe has two severely 
retarded children. 

Dr. Capote was a practitioner in pediatrics on Long Island before 
coming to Johns Hopkins. During his practice, lie had the opportunity 
to see the hardships of families with severely retarded children, and 
he came to Johns Hopkins for special training in this area after many 
years of private practice. 

We "want to thank both of you gentlemen for being here today. 

STATEMENT OF ROBERT E. COOKE, M.D., PROFESSOR OF PEDI- 
ATRICS, THE JOHNS HOPKINS UNL7ERSITY SCHOOL OF MEDI- 
CINE, AND PEDIATRICIAN IN CHIEF, JOHNS HOPKINS HOSPITAL, 

BALTIMORE, MD.; ACCOMPANIED BY ARNOLD CAPUTE, M.D., 

DEPUTY DIRECTOR, JOHN F. KENNEDY INSTITUTE FOR HABILI- 
TATE ON OF THE MENTALLY AND PHYSICALLY HANDICAPPED 

CHILD, JOHNS HOPKINS UNIVERSITY, BALTIMORE, MD. 

Dr. Cooke. Thank you very much, Mr. Chairman. It is a great 
pleasure and privilege to testify this morning. 

I would like to point, out that as acting director of the John F. 
Kennedy Institute for Ilabilitation of the Mentally 7 and Physically 
Handicapped Child I have, I think, immediate experience with the 
problems of the university-affiliated facilities and will address more 
of my remarks to that problem; but, my remarks are pertinent as 
far as title I is concerned, also. 

It is worth pointing out that the Kennedy Institute which is the 
university-affiliated arm of the Johns Hopkins Medical Institutions is 
built in the center of one of the ghettos of Baltimore and does repre- 
sent an opportunity to provide services to the handicapped who are in 
addition vei'y impoverished. 

I am appearing in support of Senate bill S. 2846, just as I had the 
pleasure and privilege to appear in support of the Mental Retardation 
Facilities and Community Mental Health Centers Construction Act of 
1963. 

As a professor, and as a consultant to the U.S. Public Health Serv- 
ice, and later, as a consultant to the Social and Rehabilitation 
Services Administration, I have had the opportunity to view the 
accomplishments of that act. 

It led to the creation of mental retardation research centers where 
concentration on the cause and prevention of serious developmental 
disabilities, as well as research on diagnosis and treatment, has been 
carried out. 

Since that time, successful work has been carried out on projects 
such as rubella, and such as the various genetic and chemical abnor- 
malities which produce serious retardation, now called inborn errors 
of metabolism, 

When the previous legislation was passed, there were some 25 seri- 
ous disorders of unknown cause. It is now known that these are caused 
by a specific chemical abnormality. Approximately 1 dozen of these 
can now 'be treated through chemical, dietary, or other means. 

These research centers have given us adequate information to detect 
the carrier state of serious genetic problems. For example, there is 
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one condition, the Lesch-Nylian Syndrome, which was described by 
and named after two physicians in my department. 

These doctors have shown the presence of a disturbance in uric acid 
metabolism, somewhat similar to that producing gout, but, in these 
cases, associated with a very severe form of retardation, with self- 
mutilation as one of the most striking symptoms, as shown in these 
photographs. 

(Slides.) 

Dr. Cooke. (Describing slides.) To go back just a second, this is a 
very severely defective child. 

This shows self-destruction of the lower lip. The brothev of this 
child had extensive damage to his face because of self-mutilation. 

Here is one with damage to the fingers. 

This condition is accompanied by a very severe self-destruction 
tendency as the slides illustrated. These children destroy their own 
fingers, lips, and other parts of the body with terrible problems 
for a family to conten d with. 

The research centers have enabled us to determine the carrier trait 
of this condition in the female with very simple tissue culture ap- 
proaches, not unlike those used in the screeningoi antibiotics. 

This makes it possible to carry out very accurate genetic counseling 
to assist these families in their futurelives. 

There has been progress on the development, of analytical networks 
through which, essentially, every family with genetic disease of a 
serious nature may, in some way, be assisted in appropriate diagnosis 
regardless of their geographic location. 

The community service facilities that were described in the original 
legislation have permitted extensive expansion of services to the 
retarded. 

Workshops have been built; diagnostic and evaluation centers have 
been created; special schools have been initiated. These advances can 
be adequately documented by the administrators of the construction 
program. 

The training centers, or university-affiliated facilities have now been 
developed. Nineteen are in active operation or in the process of 
construction. These community resources have permitted the devel- 
opment of new community-based service programs in health, in re- 
habilitation, in day care, and in special education, especially for the 
younger child. 

The existence of community centers for the retarded has provided 
an opportunity for a private foundation, the Joseph P. Kennedy, Jr., 
Foundation, to develop a nationwide special Olympics program that 
has channeled the energies of parents, volunteers, and community 
workers into permitting the retarded to show what they can do. 

The special Olympics program is serving as a motivational “frame- 
work” within which physical education, recreation, and sports activ- 
ities can take place. Specifically, special Olympics (a) provides moti- 
vation for the initiation of physical education and athletic programs 
where none exist; (b) provides supplementary materials which will 
aid those currently conducting such programs; ( c ) provides opportu- 
nities for athletic competition through local, State, regional, and in- 
ternational special Olympics ; ( d ) gives each retarded child a “feeling 
of belonging” by offering him membership in a national athletic club 
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with membership certificates; periodic newsletters, ct cetera; (e) in- 
stills a ‘‘sense of pride” in the retarded child by giving him a chance 
to win an award, be honored at a school assembly, or have his picture 
: m a newspaper— by giving him a chance to know success. 

The special Olympics program, for example, is serving an enormous 
function for the handicapped in cooperation with other governmental 
and private agencies. 

In its first year of operation it involved over 500,000 children in 46 
States, and Canada, in eight regional games, 18 statewide programs, 
and more than 400 local Olympics. Over 40,000 people have become 
involved as volunteers at local. State, and regional levels most of whom 
had never before worked with the retarded. Thirteen States have 
officially recognized these Olympics, thereby allowing the inclusion of 
special Olympics in hundreds of special school programs. 

I would like to introduce for the record, if possible, Mr. Chairman, 
a script of the film that was developed, which illustrates the accom- 
plishments of this recreation program. I think it would be of interest 
to show what cooperation between private and public sectors can do, 
and the opportunity which is given for the development of local 
community activity. If I could have permission to have that script 
entered. 

Senator Kennedy. It will be included in the record. 

(Thescript of the aforementioned filmfollows :) 

A Dream to Grow On 
(Chicago Special Olympics Film) 

Film opens with long shot of boy running- down bench away from camera. Back- 
ground: Folk singer singing to guitar accompaniment “I Won a Medal.” 

I Avon a medal. 

It’s the first I’ve ever won. 

I won it for running 
As fast as I could run. 

I’m glad I won my medal— 

I’ll wear it with pride, 

Winning a medal’s lots of fun. 

But even if I hadn’t won 
At least I know I tried. 

At least I know I tried. 

Boy runs to group of children playing on beach with Bafer Johnson. 
Perhaps they are throwing a ball around the circle or playing tag, et cetera. The 
boy has brought his Special Olympics Medal to show his friends. Camera on 
medal. 

Narration (Kafer Johnson). Winning an Olympic medal is the greatest 
thrill in sports. (Film of Rafer Johnson in Olympic decathlon events.) It’s the 
dream of millions of school kids who work and train to run faster. Swim faster. 
Jump farther or higher, I know it was my dream when I was a kid. And I 
was Ineky there were teaehers and eoaehes to help my dream come true. 

(Camera hack on kids playing at beaeh.) 

Narration (Rafer Johnson). But you know, there are more than 1 million 
boys and girls in America who don't know what it means to dream of being 
a champion; or of making the team. Or of being given a chance to run or swim 
or jump. 

(Camera on one child who has left group and walked down alone towards 
the ocean.) 

Narration (Rafer Johnson). They’re the lonely kids you sec walking silently 
along the streets of towns, or standing around watching while the others are 
playing. 




(Camera on faces of children playing. It is now obvious they are mentally 
retarded.) 

Narration (Rafer Johnson). They’re called mentally retarded. One and one 
half million of them. They are 3 or 4 years behind in physical development 
because no one has helped them to catch up. No one lias believed in them. 
And so they don’t believe in themselves. When they do try to join in the fun, 
someone usually takes them by the hand and leads them away. It’s too rough, 
they say. They might hurt themselves. They can’t iearn the rules. 

(Camera on kids throwing the ball with real skill.) 

Narration (Rafer Johnson). But, you know, when kids like this do get a 
chance, it’s amazing what happens. Brighter eyes— straigh ter, stronger bodies— 
keener minds. And they can dream of success ... of winning a race. Even of 
winning a medal. (Camera closes in on boy’s medal.) 

CITY IIALL, CHICAGO 

Narration (Rafer Johnson). Yes, it happened in Chicago on n July day. 
The day dreams came true for a thousand mentally retarded kids. They trav- 
eled by bus and ear and plane from 20 States and Canada, One school even 
brought its own band — and they played for their supper all the way to Chicago, 
Just as they entertained the people here on the streets of the windy city. These 
were the lucky ones — kids who liad been taught to play. Who had practiced 
and perfected their skilis until they could pass a series of demanding fitness 
tests. And this was their day. Tlieir own special Olympics. 

registration 

Narration (Rafer Johnson). It reminded me of the games at Rome or 
Tokyo or Mexico City. There was that same sense of excitement and anticipa- 
tion as the athletes registered at special Olympics headquarters, An Olympic 
village of their own. It was a ehanee for the boys and girls to relax ... to 
get to know each other before the games began. To swap badges and addresses. 
There was music and fun and a spotlight of attention and pride on them for 
the first time in their lives, 

Dinner that night was a gala banquet in a hall bright with the special Olym- 
pics blue and gold. And after dinner— a magician to mystify and entertain 
them. A little rock and roil topped off the evening before that good night’s 
sleep in preparation for the demanding day ahead, 

SOLDIER FIELD 

Narration (Rafer Johnson). Soldier Held, the site of many a sporting thrill, 
is once again prepared for another. Days in advance the field has been carefully 
Worked on to be made ready for the more than 200 separate events to be con- 
ducted there. Track and field — swimming — basketball— football— hockey — spe- 
cial clinics and demonstrations — roller skating— ice skating— gymnastics — 
calisthenics, And not one of these events is out of the reach of a retarded child 
who has been given a little help in learning how. Who has been told “you 
can do it” And now the big day dawns. It begins with a special breakfast at 
the training table. Now the giant buses take the first contingent of athletes 
to Soldier Field. 

ARRIVAL, SOLDIER FIELD 

Narration (Rafer Johnson). The kids troup into the huge stadium like sea- 
soned performers. It's not at all like the playground back home. But the young 
athletes take it all in stride. The 50-yard dash or standing broad jump will be 
just the same here as on that familiar. playground. These kids have been given 
the confidence to know wliat to do — and how to do it. And they’re ready to 
try — to give it all they have. 

PARADE 

Narration (Rafer Johnson). It starts like all great Olympics, with a parade. 
Bands and Hags, drum majorettes, and more bands, and kids from Canada, 
Connecticut and California and, of course, from Chicago. 

They pass the reviewing stand marching proudly by the Governor and the 
mayor and the other dignitaries who have come to see them and to cheer them 
on. Then,- out onto the field where soon they will be giving the best they have 
in them — in the true Olympic spirit. 
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The coaches arc introduced. Olympic athletes of the past— great champions. 
Tough competitors all of them. Howard Ilopalong Cassidy— Heisman trophy 
winner at Ohio state. Joey Giardello — former middleweight champion of the 
world, Paul Hornung — one of the all-time greats of the Green Bay Packers — 
another Heisman trophy winner from Notre Dame. Me, Rafer Johnson, con- 
gressman Bob Mathias — two-time Olympic decathlon champion and finally, the 
chief coach of the special Olympics Apollo 8 Astronaut Jim Lovell. 

The Hags are up. The Stars and Stripes,* the Maple Leaf of Canada. 

Mrs, Sargent Shriver, President Kennedy's sister, speaks to the athletes. The 
Kennedy Foundation along with the Chicago Park Department is making these 
games possible. 

Mrs, Siiiuver. Members of the Clergy, Governor Shapiro, Mayor Daley, Presi- 
dent McFetridte, Ladies and Gentlemen, Olympic Athletes. 

Just being here today is one of the greatest experiences of my life. I know you 
all feel the same way about taking part in these Special Olympics. I look forward 
to a (iay of tough competition, physical exercise, of learning new skills and 
of plain good fun. These games are for yon to enjoy. There are medals and 
awards to win, new friendships to he made. The spirit of the Olympics is as much 
here today in Chicago as it will be next month in Mexico City. I am looking 
forward to every exciting minute that lies ahead. Good luck to all of you, 

Narration (Rafer Johnson). The Olympic torch is carried down the track 
by a proud young runner. The flame is lit. The flame of hope, symbol of all our 
efforts for the mentally retarded. You will remember it was President Kennedy 
who said “although children may he the victims of fate, they will not he the 
victims of our neglect.” The special Olympics flag' is raised, gold on a Held of 
blue, and the air is filled with balloons, each one carrying the name of one of 
the young Olympic competitors, And now the games are ready to begin. 

There's action nil over the Held. The 300 yard run — longest race in the special 
Olympics, But they've learned to pace them, selves for the final kick. The 
finish line seems a mile away. In your hometown there are kids like these who 
have probably never even run n few feet. Blit sue what love and patient help 
can do. 

There are seven basic events In all. And each hoy or girl can enter two. Most 
of them have been learning and practicing throughout the year. Back home, nt 
school or through their community’s recreation department, they have been 
part of a physical fitness program established by the Kennedy Foundation and 
the American Association for Health, Physical Education and Recreation. They 
can qualify for competition in one of live categories depending on their 
performance. For those who can barely meet the established standards, there 
is the novice category — then the silver — the gold — and finally, for the most 
capable of all, the champ. So throughout the special Olympics they’ll be com- 
peting against kids of the same age whose skills are much like tlieir own. Even 
the youngest there can make the distance. Watch them go. The incentive is 
there, and so is the opportunity to win. 

The baseball throw. IS very throw is carefully measured. Today's winner 
tosses the ball 178 feet. That's almost good enough for the big leagues. And now 
the winners receive their honors. Gold, silver and bronze. 

The 50-yard dash. Shortest, yet severest test of speed in the special Olympics 
competition. Only two-tenths of a second separates gold, silver and bronze. 

FLA Sir HACK TO TERRE HAUTE PRACTICE 

It’s not just luck or accident that wins the medals today. Long hours and days 
of practice have built up skill and know-lmw. Volunteers* have pitched in to 
help parents and teachers. It takes patience, but the rewards are so great. Show 
them the fine points — work with them. Let them practice. Over and over again. 
Tills isn’t just fnn and games. It’s a subtle training for life itself. Teach co- 
ordination, free the body from clumsiness and uncertainty, and the mind 
becomes free to learn its other lessons. Facts— skills — citizenship — a jcih.TTie.se 
hours of physical training are about the most iinjiortaiit in his young life, And 
the medal lie wins is only a symbol of Ills newly won belief in himself, 

He’s trained hard for this 300-ynrd swim. Jt takes real heart and stnminn. At 
the cud of the race he finds his reward. How about the swimming program in 
yoiir town? Does it give the retarded children this chance to learn? This 
incentive to compete? 



CLINICS 



Narration (Rafer Johnson). Throughout the day the coaches conduct clinics 
sharing their skill and experience with these kids who want so lmdly to learn. 

World Champion Gary Erwin dazzles the eye with his grace on the tram- 
poline. It looks easy — but. It’s not. There are bound (o be spills and bruises. 
Hut Patience and a helping hand work wonders. 

Gymnastics for the girls, These exercises are the most demanding in coor- 
dination and timing. They take practice. Someone to say “Yon rim do it” and 
to be there while they try. 

The Chicago Bulls pro basketball tonni is out in foree and tile kids learn fast. 
Break, pivot and .shoot. A clean basket. And another. They learn quickly and 
they don't forget. 

Retarded children on roller skates? Why not? It’s just a matter of putting 
wheels on their feet. It comes 11s natural to them as to all kids. Whoops! A spill— 
that conies natural, too— hat it only hurts for a second. 

Now it’s time for football practice. Paul Hornnng, Hopnlong Cnssidv, the 
Notre Dame Varsity, and other football greats. They’re all here today to share 
their knowledge. And the kids respond to their teaching with enthusiasm. 

Time our for lunch. Sports whet the appetite. Even a container of milk tastes 
better when you’ve run your hardest race and competed for that Olympic medal. 

The international floor hockey match between two schools for the retarded. 
The United States team from Chicago is coached by Stan Miklta of the Black 
Hawks. The team from Canada is coached by the Toronto Maple Leafs* George 
Armstrong. He says lie’s never seen a group of kids play with more heart, yes, 
they display tierce determination and tine sportsmanship. Good team work. Hard 
body contact. And with a goal in the final second, the game ends In a tie. 

Now tlie final heat of the 50-yard dash, The long hours of training hack home 
pay off. A silver medal to go with the one for swimming. And a new sense of 
accomplishment. Can yon begin to imagine wlmt tills means to him? And to him? 
But first, someone had to recognize the need, organize a training program, and 
let the kids stretch themselves beyond anything they’d ever done before. 

The high jump. With each successful jump the bar is raised another notch. 
Up and over. Another notch. I know the kind of determination that takes. 
Today’s champ winner clears the bar at just under G feet. Once lie’s accomplished 
this, lie’ll lie ready to tackle almost anything. 

In the late afternoon as shadows fall across the stadium, the young competi- 
tors press on In hopes of winning the cherished prize. It’s the kind of tiling 
other kids may take for granted, but until now retarded children have never 
been counted in, The medals are not just for them. But for all the teachers and 
volunteers and parents whose faitli lias made it possible. 

A parent’s pride matches the joy of his child. A whole new world of success 
has opened up for all of them. 

And that’s what these Olympic games are all about. A taste of success, where 
before there was only failure. A sense of confidence I11 a youngster who has 
known only frustration. And even those who have not won, will return home 
knowing that they tried. Throughout the year, they’ll he able to practice and 
Improve, and next time they’ll he ready to try even liarded. 

(PARADE) 

Narration (Rafer Johnson). The last event has ended. The final race is mil. 
It’s been a long day under the hot sun. But a day they’ll always reinember. 
Back onto the field they march for the dual special Olympics parade. Now in a 
large circle of friendship, they join in the Olympics traditional Auld Lang Syne 
saying, “till we meet again” to the new friends they've made, to the competitors 
they’ve come to know and respect, through sharing the high adventure of giving 
their best. 

Health, fitness, competition, fun — sure. The Special Olympics has all these 
mul more. Bat it’s that seed of success that counts the most. A little seed, maybe. 
And one that needs much nurturing nml care. But once planted, it will grow. 
Success will build on success. First on the playing Held, because that’s where It 
comes easiest and most naturally. Then at home. At school. And later on in the 
adult world. 

Is there a child in your life, in your home town, who is standing on the side- 
lines just watching the others? Take him by the hand, give him the chance to 
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run his race. To win his prize. Give him an Olympic-size dream. Give liim a 
dream to grow on. 

(Back to Rafer Johnson and end with “I Can Do It.”) 

Dr. Cooke. I would like to indicate that considerable thought and 
wisdom have gone into the writing of this legislation. It is certainly 
wise to broaden the mission of the original Facilities Construction 
Act from mental retardation alone to developmental disabilities, in- 
cluding cerebral palsy, epilepsy, neurological impairments, sensory 
defects, or other chronic, physical, or mental impairments originating 
during childhood. 

These conditions have a similar causation. They originate from 
genetic abnormalities, from metabolic disturbances, from defects 
acquired before or during the birth process and in subsequent years. 

In addition, they require, for correction or amelioration, very simi- 
lar services such as appropriate psychological diagnosis, neurological 
services, physical therapy, and special education. I think we will be 
able to demonstrate this very clearly to you today. 

Title I has my wholehearted support. The proposal, I.believe, will 
effect a consolidation of services which have been too long scattered 
and separated on a basis of disease entities which are not truly sepa- 
rable. It will permit States to plan, in a coordinated fashion with 
adaptability and flexibility, proper programs for the whole range of 
the handicapped, rather than for only one or two groups. 

This, then, will result in a significantly more economical use of 
funds so that complete treatment and evaluation facilities for each 
of the disease categories will not have to be developed; rather, joint 
usage will be required. 

These community developmental disability centers will be manned 
by teams of physicians, such as pediatricians, neurologists, and psychi- 
atrists; of social workers, nurses, rehabilitation specialists, and edu- 
cators. How will these teams be made up? IIow will the members be 
trained ? How will they be constantly upgraded in the care of patients? 
How will various team members properly understand their own role 
in relation to the other members of the team? 

It is a well-known fact that there are three major steps in the 
training process: (1) Recruitment through the creation of interest in 
a field, (2) the installation of theoretical information, (3) in-depth 
practice. The first step must be carried out with young students 
before a career choice is made. 

The only plaetieal way that this can be done is through universities 
enlisting students on a part-time basis in combined academic and 
service activities. Theory during the training must be imparted by 
people of academic stature who can appeal to the intellect of the 
trainees. In-depth practice must be given with team approaches that 
serve as models for future operations. 

It is, therefore, completely reasonable that this legislation have, as 
an essential component, title II, entitled amendments to part B of the 
Mental Retardation Facilities Construction Act, If title II is to be 
approved, there are two major questions which must be answered: 
Why should university-affiliated facilities for the mentally retarded 
bo training centers for personnel who will man the community develop- 
mental disability activities; and, why should the training that is to 
be given at the university- affiliated facilities be interdisciplinary in 
nature? 
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I feel I can speak with some authority on these two issues. Johns 
Hopkins lias had a university-affiliated facility in active operation 
since 1967 and I am presently acting director, in addition to my other 
duties ns 'chairman of the Department of Pediatrics. What we are 
doing is comparable to that- of actual programs or anticipated pro- 
grams in the 18 other centers, even though there may be some very 
worthwhile d i ft'er e nces. 

Therefore, I would like to speak from our own experience at The 
John F. Kennedy Institute for Ilabilitation of the Mentally and 
Physically Handicapped Child and use it as a model for other 
university-affiliated facilities. 

From the standpoint of providing service to the handicapped, we 
have cared for about 400 children as inpatients and at least double 
that amount on an ambulatory basis. Each case is handled in the 
following way. Prior to admission, the child’s reports are collected 
from the referring agencies. 

Physicians, psychologists, other hospitals, even school systems pro- 
vide us with as much information as possible on the patient’s par- 
ticular kind of disability. If the Admission and Discharge Committee 
believes that the Kennedy Institute can be helpful to the patient and 
to his family, and, if the case is of value from the standpoint of train- 
ing personnel, the case will be accepted. 

On admission, the child and his family are seen by representatives 
of the two major divisions — the biomedical and the behavioral — each 
equipped with adequate screening tools for the detection of defects 
pertinent to each of the particular disciplines of the Kennedy Institute. 
For example, information is obtained that is useful to ascertain the 
importance of social service, of psychology, of nursing, of occupational 
therapy, and of physical therapy to the particular patient so that a 
tentative diagnostic and treatment pathway can be obtained which 
is of optimal value to the patient and the family without marked 
duplication of services and unnecessary examination. 

I have seen facilities where staff have not been developed in such 
an interdisciplinary manner and where every child is subjected to the 
same examination. In such a setting, I have seen a child receive an 
extensive speecli and hearing examination, even though his mental 
ago is only 2 or 3 months. 

At the Kennedy Institute, the disciplines that can contribute to the 
particular case study the patient for a period of days. They then pool 
and compare their information in a major Ilabilitation conference 
and the patient is assigned to a subsequent major discipline for thera- 
peutic approaches which are monitored by other disciplines to ascertain 
the degree of improvement in relation to expectation. After a period 
of weeks, when specific therapeutic measures have been worked out, 
the family and representatives of community resources, such as com- 
munity schools, social work programs, and day caro facilities are 
brought in to learn the therapeutic approaches which can he applied 
specifically for that child in his home environment. 

The Kennedy Institute has carried out a very substantial training 
program. Formal lectures and conferences are held regularly through- 
out each week rather than on a monthly or yearly schedule, as was 
the situation several years ago in the usual university environment. 

In the past year alone, we have trained over 175 nursing students, 
over 50 students in physical therapy, five psychiatrists, four psycholo- 
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joists, IT special education teachers, nine social work students, 30 med- 
ical students, 24 residents in pediatrics, live full-time pediatric fellows, 
and almost 75 students in speech and hearing. 

In addition, extensive course work 1ms been given for clinical pathol- 
ogists in genetic and biochemical detection; for graduate students in 
occupational therapy, rehabilitation, and for specialists in library 
sciences. 

The number alone do not express the contributions which the 
university-affiliated facility has made from the training point of view. 
Each discipline has had intensive technical training in its own area; 
blit, in addition, as an example, the physical therapist has learned 
how his or her activities can complement the activities of the psychol- 
ogist, the behavior modification specialist, the neurologist, and so on. 

In this way, gains made by one therapist arc not eradicated by the 
efforts of another. For instance, a child wlio is undergoing conditioning 
procedures for improved socialization— so that the family can live 
peacefully while the child is in the home — presents a particular prob- 
lem *.f the personnel carrying out physical therapy of that child do 
not follow similar principles of behavior modification and reward. 

In the process of learning, the psychologist learns the role of the 
speech therapist in the treatment of the handicapped so that, if he 
becomes tlic primary referral source, as may bo the case in the com- 
munity, he can wisely choose the appropriate specialist. The pedia- 
trician must leam the contributions of the educator. Likewise, if a 
retarded child is brought to a special educator, he must have an 
appreciation of the disciplines to be involved. 

The Kennedy Institute's impact on student attitude at present is in 
contrast to the experience of an instructor in public health after con- 
ducting field trips for medical students to an ovei’sizcd residential 
facility for the retarded. 

I quote from this paper : 

Part of the shock of students who visit this facility may be related to the 
experience of being confronted with so many problems at once. The physician 
is confident that he hits certain specific measures to offer an individual patient 
in discomfort : when the student Is faced with u large number in severe distress, 
he is extremely uncomfortable merely because of the numbers. When students are 
interested in such a facility, they go largely as spectators rather than as 
physicians. 

By comparison, over 25 percent of the students at Johns Hopkins, 
in the course of their medical school experience, choose work m the 
Kennedy Institute in preference to other exciting experiences in the 
care of acutely-ill patients or patients with other diseases than those 
with chronic disability. 

In the research area, major emphasis lias been on the development 
of new treatment strategies, new medical rehabilitation approaches, 
and new forms of special education with careful comparisons of treat- 
ment benefits. For example, wo are interested in studying, in a given 
patient, whether or not behavior modification will produce greater 
social benefit or greater oducatonal benefit than more conventional 
approaches. 

One study of particular interest and importance to education is that 
of the talking typewriter. This is an instrument that costs approxi- 
mately $40,000 with several thousand dollars annually for soft ware. 
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We know of one school system which 1ms purchased about ft‘2 million 
worth of these. 

A controlled experiment comparing this form of remedial reading 
for the handicapped with other forms has indicated the advantage, in 
the pilot program at least, of a human teacher over the machine — and 
at approximately one-fifth of the cost. Other comparative treatment 
programs arc underway which coidd have equally startling results. 

The university-affiliated facilities have had an even more important 
role than simply these program objectives. Essentially, they have been 
unifiers of the university. They are a kind of mini-university : a meet- 
ing ground, a point of convergence for the medical sciences, the be- 
havioral sciences, and the educational sciences. Unless these three ureas 
concentrate their efforts in u coordinated manner, relatively little 
gain will bo obtained by each carrying out his own independent efforts. 

The university-affiliated facility is a meeting ground with a common 
concern for human beings in need of assistance. This need is strong 
motivation to effect cooperative and coordinated work. In this regard, 
t ho university-affiliated facilities have served as the major center of 
interest for the mentally and physically handicapped child in the 
academic community and in tho general community along with the 
Kennedy Foundation and the National Association for Retarded 
Children, as Government over the last 4 years has demonstrated a 
dwindling concern for the well-being of the retarded. 

The university-affiliated facilities are also provingto be a focal point 
for educational approaches to difficult chronic problems in our society. 
They arc also serving as proving grounds for the training of indi- 
viduals in team practice. 

Despite, the serious financial limitations at the present time on medi- 
cal institutions, the Johns Hopkins University as a private institution, 
though feeling very seriously the cutbacks in support by the present 
administration, is still giving considerable financial support to the 
Kennedy Institute. In 1 year alone, the medical institutions have con- 
tributed over one-quarter of a million dollars in in-kind services and 
dollars to that facility. 

More importantly even tlmn this strengthening of internal univer- 
sity interest is the role that the university-affiliated facility is playing 
as a link to the community. It is essentially the bridge between the 
university academicians, and the community practitioners and fam- 
ilies. It is a presentation of academics with relevance. 

First, it is a training resource for personnel from community pro- 
grams, for public health nurses, and for black students in special educa- 
tion at Coppin State College who will provide the major special 
education resource to the city of Baltimore. 

It is a public information facility where activities for the retarded 
(ran be centralized, a meeting ground for parents’ groups, and a center 
for State program planning. It is a training facility for the community 
with Neighborhood Youth Corps working on weekends and through 
the .summer. It is the focus for a new careers program where poor 
peoplo of Baltimore are given the opportunity to enter the health 
professions. 

These people arc guided up a career ladder beginning as trainees 
to be a child life manager who is responsible for assisting the retarded 
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in social skills. The next step for such workers is specialization in areas 
such as occupational therapy and physical therapy; or, working as 
psychology aides; or, in obtaining associate degrees through com- 
munity colleges. Further educational progress may involve degree- 
granting colleges, and, eventually, professional schools. 

It is a center for the training of day-care workers and for pedi- 
atricians who come from practice to learn how they can better manage 
the retarded. It is a summer school for teachers who wish to learn more 
about the biomedical as well as educational aspects of the 
handicapped. 

And finally, it is a service facility for the community where children 
with severe educational problems may be brought to our school on a 
daily basis; where cerebral palsy clinics of charitable groups are con- 
ducted; and where the cleft palate clinic of the Johns Hopkins Hos- 
pital meets as well as the child neurology clinics. In essence, it is a 
court of last resort for families seeking the most advanced medical, 
behavioral, and educational information for their child. 

Our role, then, as we conceive it, is to develop new techniques of 
screening, new approaches to diagnosis, new methods of treatment, new 
ways to family education, new procedures in genetic counseling, new 
careers for personnel, and new disciplines to assist the retarded and 
handicapped. I believe the university affiliated facilities are succeeding 
in this role. 

The second question which I raised is why should training be inter- 
disciplinary? What are the advantages of this seemingly expensive 
approach? Actually, the advantages are largely in tlie greater economy 
in the use of resources — for the family, patient, and community. 

It is to assure that there is greater efficiency in assisting the child. 
Interdesciplinary means that one discipline must learn how to use, to a 
degree, the tools of another discipline, and work with that other disci- 
pline to develop some optimal path for the treatment of the child. 

We, in no way, mean to disparage the efforts of others in training, 
but if one analyzes the experiences which a trainee at the Kennedy 
Institute receives in psychology, for example, one can see that lie 
learns the role of the neurologist, of the psychiatrist, of the educator, 
and the abilities and limitations of the physical therapist. He develops 
a realistic appreciation of what cun and cannot be accomplished. 

This is absolutely essential since so many of the handicapped reach 
treatment facilities by way of singular members of the scattered health 
team. For example, a teacher may be the major source of referral, or, 
perhaps, a public health nurse. 

Let me illustrate some of the problems associated with this approach. 
An 18-year-old child, the daughter of an important family in this 
country, is being admitted to the Kennedy Institute this week. This 
child has a severe hearing disorder as well as some neurologic dysfunc- 
tion. She was subjected to speech therapy for 8% years despite the 
fact that the major deficiencies are in the prevocational and intellectual 
areas. 

Not only was this a waste of financial and human resources, but 
valuable tune lias been lost that could have been put to far better use 
if more realistic expectations on the part of the people making the 
earlier referrals had been carried out. 
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What, then, should these centers be? They must be administered in i 

a way that permits them to interrelate as much as possible with the i 

community developmental disability facilities. They must be consulta- 
tion centers for the satellite groups in the community which will carry j 

out a large part of the service programs for the handicapped. j 

They must be community training centers which train personnel 
for the satellite units and provide subsequent inservice training. They 
must be community research 0611161*3 that can develop the essentials of 
better treatment and pass on this information to community programs 
for immediate application. ... • 

From a cost-benefit standpoint, there is impressive evidence of what j 

can be accomplished for the handicapped through these university- 
affiliated facilities. Yet, for those members of our society who are 
skeptical of the value of any efforts made for the handicapped, it is 
appropriate to point’ out what may be accomplished in terms of real 
benefit for the normal child. 

Historically, medicine has learned a great deal of what is important 
for the normal from the study of disease. For example, the study of 
diabetes has contributed a great deal of information concerning normal 
carbohydrate metabolism. The study of cretinism, a bizarre form of i 

retardation studied many years ago in Switzerland, demonstrated the j 

role of the thyroid gland in normal people. ... * 

The study of inborn errors of metabolism has provided information j 

on the normal chemical pathways of the body. The study of Mongolism, . 
or Down’s Syndrome, Ioelieve, will contribute very significantly to our 
understanding of the aging process. Likewise, in the study of learning 
problems of the handicapped, much information can be obtained which I 

will be valuable in understanding the normal child. ^ ‘ j 

For example, an appreciation of the existence of individual variation I 

in learning abilities is absolutely critical to the most effective. use of j 

our educational resources. Individual variation is a concept which lias j 

not been fully appreciated by education and which conies from the \ 

study of individuals with disability, l 

Conservative estimates of so-called normal schoolchildren with un- 
usual profiles of intellectual capabilities vary from 15 to 25 percent. 

Optimal education of these normal children requires individual teach- 
ing methods— the development of what might be called prescription 
teaching — to exploit the child’s areas of strength and to attempt to 
bring his areas of weakness up to a normal level. 

It is essential that adequate scientific epidemiologic approaches in j 

the description of learning disabilities be developed so that communi- j 

ties can plan and experiment with different types of resource allocations j 

which ensure that our educational dollar buys a maximum education i 

for all pupils over the spectrum of abilities ranging from the mentally { 

handicapped to the child who is quite intelligent but has only specific J 

learning disabilities. _ j 

Another example is in the area of psychiatry. The study of the basis j 

for the strength of a family facing severe adversity can lead to t 

improved ways of assisting the normal family to be prepared for 
hardship. Likewise, in the area of behavior modification, the use of 
conditioning procedures to remove unacceptable behavior 1ms obvious 
application for normal child-rearing practices in determining tlie : 

importance of rewards. 
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I should like to make sure that, within the legislative history of this 
bill, there is proper concern for the financial support of these centers. 
The construction funds should be allocated in a way that will permit 
optimal support of community resources. This will entail a careful 
programing to ensure tlmt there is adequate geographical distribution 
of the university-affiliated facilities. 

Facilities must be built in locations and at university centers which 
will provide maximum support for regional or State community pro- 
grams. In addition, the funds which arc authorized for support arc 
absolutely minimal and are a long way from being optimal. 

I believe that the support of these facilities must be in four categories. 

First, sustained dollar support over a period of 5 to 10 years for 
direct cost and administration. This would provide for core activities 
to insure that there is continuity of staff from year to year which can 
lead to progressive improvement in programs. 

Second, there should be dollar support for specific programs which 
comes from established agencies awarding funds in competition with 
other training, demonstration, and research activities. It is extremely 
important to assure that these centers are not excluded from such sup- 
port programs because of the core support to which I referred. 

Third, support of indirect costs must be adequate to insure universi- 
ties and their affiliated facilities are not depleted of resources in the 
process of maintaining the high cost of the programs I have indicated. 

Fourth, there must be money for development so that emphasis can 
be placed on new methods of operation. I believe these funds should 
come from the efforts of the uni verity- affiliated centers themselves 
through the recovery of monies for services performed, and should be 
used only for professional research and teaching just as universities 
use new funds to develop new programs. Such a mechanism will pro- 
vide incentive for the acquisition of appropriate funds for services 
rendered. 

These four support efforts must be for all elements of the center, not 
just the biomedical, or the educational, so that maximum balance can 
be obtained and maximum flexibility in the use of funds can be made 
possible. At the present time, there is a very serious imbalance which 
compromises the interdisciplinary approach. 

Either the biomedical support in some facilities is grossly under- 
developed and undersupported, or the educational support is seriously 
compromised, as is the situation in most of the facilities. Indeed, what 
has developed is competition instead of cooperation in acquiring funds 
for the major areas of the program and this competition has seriously 
limited development. 

Methods must be found to reward joint activities so that divisions 
with educational responsibility and divisions with biomedical re- 
sponsibility can be encouraged to work together. Likewise, centers with 
major emphasis on one or the other cun also be encouraged to cooperate. 

In conclusion then, I feel this legislation has great merit. Is seems 
tlmt the only way community programs, which are demanded by so- 
ciety, can be effectively implemented and improved on a year-to-year 
basis is through the parallel development of the university-affiliated 
facilities. 

As a way of illustrating the particular accomplishments in a some- 
what graphic manner, I have asked some of the staff of the Kennedy 
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Institute to accompany me to present, very briefly, a few case examples 
of the kind of service programs upon which the framework of training 
and research are built. 

Accompanying me is Dr. Arnold Caputc, who is deputy director 
of the Kennedy Institute, and he will present these cases. I appreciate 
the opportunity to appear before the committee and I hope that the 
legislation will be successfully enacted. 

Senator, we have some video tape and some parents have been good 
enough to bring the children in so that we maj[ have some opportunity 
to sec the contrast between the way these children were before they 
came to the Kennedy Institute and their present behavior. 

STATEMENT OF ARNOLD CAPUTE, M.D., DEPUTY DIRECTOR, JOHN F. 
KENNEDY INSTITUTE FOR HABILITATION OF THE MENTALLY 

AND PHYSICALLY HANDICAPPED CHILD, JOHNS HOPKINS UNI- 
VERSITY, BALTIMORE, MD. 

Dr. Capotk. IVe have three cases from the John F. Kennedy Institute 
depicting developmental disabilities. The first to be shown is little 
Cynthia Evens, a T)-year-old female, first admitted to Kennedy In- 
stitute at <P/ 2 years of age. The developmental disability was absence 
of the sacrum and lower lumbar spine. 

Associated with this she had, shriveled legs and when admitted Cyn- 
thia walked on her hands which was felt esthctically not acceptable. It 
was a long drawnout process for the psychiatrist, pediatrician, the 
physicians of the community, and others who liad shared this respon- 
sibility, for the care of the child, to have a conference with the 
family. 

When I was in medical school I would have seen this child with one 
disorder, mainly physical, with a one channel approach, orthopedics. 
She would have had occupational therapy and physical therapy under 
thosu pel-vision of an orthopedic surgeon. 

Today, wo know that developmental disorders frequently involve 
more than one system. When Cynthia was admitted to the Kennedy 
Institute, the main problem initially was the lower extremities. The 
decision was that her legs should be amputated and that she be fitted 
with a bucket-type prosthesis having two artificial lower extremities. 

The parents were not convinced of this need. Since many of the dis- 
ciplines working with Cynthia, were running into a stone wall, we 
recommended that she sec Dr. Aikens in Detroit, who per formed sev- 
eral of the original operations (less than eight have been done in this 
country). We welcomed the Evens family not only to speak to Dr. 
Aikens, but to see other children who had this operation a year or 
two previously and to see how they had progressecl. 

This trip greatly assisted the family in arriving at the decision that 
the child should be operated. 

On admission we also noted that Cynthia lacked the necessary nerve 
supply to the urinary bladder. For children to attend special educa- 
tion classes in Maryland, they should be dry. The family went along 
with our recommendation; the urinary diversion procedure was per- 
form and Cynthia now lias a urinal bag which she empties periodi- 
cally unassisted. 



While the mother looked upon the lower extremities and urinary 
bladder as the most important habilitation procedures, the Kennedy 
staff felt the learning disorder discovered upon admission, was to be 
the most important aspect of her habilitation. It is this type of learn- 
ing; disability which hopefully through institutions like the university - 
affilated centers, with pediatricians working with psychologists and 
educators, will devise a teaching method to greatly improve this devel- 
opmental disability by special teaching techniques. This is a bright- 
little girl with a normal IQ however she does have a scattering of 
mental abilities, which is commonly associated with learning disability. 
I would like to go on with the pictures if I may. They are most 
dramatic. 

Film commentary : Here she is at the beginning. This is the way she 
walked around. Born with congenital absence of lower lumbar spine 
below the level of L-2 and absence of the sacrum. She has very small 
deformed legs with muscle wasting. She cannot bear any weight on her 
legs and gets around by walking on her hands in this manner. Yon see 
her attempt at walking. She does not bear weight on her legs, although 
she can move one in front of the other. Neither leg can be straightened 
more than seen in this picture. 

Several years of attempts at therapy have been tried. With braces, 
crutches, various types of apparatus, but she lias still been unable to nse 
her legs to walk. She gets around the house on her hands, gets in and 
out of the wheelchair herself. At the age of 4 years and 7 months, both 
legs were amputated just below the hip joint. She was then fitted with 
a bucket type prosthesis. She carries all her weight now at the top 
of the bucket, which rests on her chest wall. These legs have freely 
moving hip joints and freely moving knee joints to allow her to sit 
in as normal fashion as possible. 

Wh en standing and walking the knees and hips are maintained in a 
straight position through the efforts of the child putting the weight on 
her feet in the proper manner. She lias been trained to do this and lias 
done very well. This is an adult size chair she has just gotten into. 
She managed to put her crutches on the side where she can easily re- 
trieve them when she is ready to get up. 

She is able to completely remove her clothing, get out of her bucket 
prosthesis and get into bed, which she does daily at home, she com- 
pletely takes care of dressing and undressing and getting in and out of 
lied. 

There is the urinal bag. 

You can now see the top of the bucket prosthesis which she slips into. 
The prosthesis is held in place with two shoulder straps which she is 
now removing. Due to lack of bladder control, she lias had a procedure 
for ail ileal loop. She now removes the bag which holds the urine from 
inside her prosthesis. She will now get out of the prosthesis and into 
bed. 

This demonstration was held in one of otu a three apartments where 
parents come to observe the disciplines working with the child. 

She can then get out of bed and completely dress herself. She is able 
to manage her own bag, take herself to the bathroom, open and drain 
the bag and replace it correctly. 

Senator Kennedy. Doctor, I just- wisli my children could see that. 
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Dr, Cooke. We hope we can put together a film sometime that will 
illustrate this for the general public. I think it is really remarkable. 

Dr. Caputk. Here yon have seen a child who initially was managed 
by occupational therapy, physical therapy, orthopedics and soon after 
social service, psychiatry and pediatrics were brought into the picture ; 
after the lower extremities were amputated and the bucket prosthesis 
applied, occupational and physical therapy were once again brought 
back. She has worked with this prosthesis for the past 2^ months and 
yon can see how well she is doing. Now she is almost 6 years of age and 
approaching the school yeara. The learning disability will receive 
guidance by the educator. 

Dr. Caputk. Did you want to say anything, Mr. and Mrs. Evens? 

Mrs. Evens. Not anything particular except how much we appreci- 
ate Kennedy and wlmt they have done for us. 

Dr. Caputk. Any questions at all ? 

The next case presented is Vicky Linde, A tragedy occurred to Vicky 
in May of 1908, at which time she was in an auto accident and sustained 
injury to the brain. 

Commentary. July 15, 1968, Vicky is 8*4 years old. She was admitted 
to the Johns ITopkins University on May 10, after an automobile 
accident. 

This was May 1968. At 8*4 years of age she was in an automobile 
accident. Vicky came to the Institute 2 months after a severe automo- 
bile accident. One of the values of the IJAF’s is providing a facility 
where experts can be called in on the initial phase. About a month after 
the accident, while she suffered from a severe neurological deficit and 
her condition was stabilizing, the occupational therapist and physical 
therapist and pediatrician from the Kennedy Institute were asked to 
treat Vicky, to initiate therapy and to make preparations for her trans- 
fer to the Kennedy Institute for further habilitation. 

She was nenrologic&Uy impaired to the point where she had little 
use of the four extremities. Her handicaps have markedly improved 
with the invaluable assistance of the occupational and physical 
therapists. 

Accompanying her physical disability was mental impairment. She 
is now functioning in the high educa’ble range but with some scattering 
of her mental abilities which indicates a learning disability. After the 
remedying of the physical disability an educational profile was worked 
out. She was given 1 to 1 instruction by the educators on an inpatient 
basis and soon was transferred to the outpatient special education 
school at the Kennedy Institute. Here you see Vicky jumping rape and 
here yon see demonstrations of 1 to 1 teaching. Subsequently, she was 
put in a group as noted in the audiovisual taping. As of now her IQ 
in in the 80 range (dull-normal) and her speech lias improved con- 
siderably. The hab dilation procedures were carried out by the various 
disciplines. Hearing and Speech worked with Vicky to improve her 
with her speech and language disabilities. 

Senator Kennedy How do yon 1 ike school ? 

Vicky Linck. It i: .ill right. 

Dr. Caputk. The text- patient is Johnny Sarsfield, approximately 10 
years old, a boy, w o came to the Kennedy Institute at age 7 years, 5 
months, with diagnosis ranging from early childhood schizophrenia, 
‘infantile autism,” to profound mental retardation. Johnny was seen 
by the various disciplines and was felt to be profoundly retarded. 
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Tho major malinger in his case was the behavioral therapist (psy- 
chologist). Johnny came to us with three main problems. One, antiso- 
cial behavior, manifested by chin banging to the point where he would 
lacerate his chin and he was a head banger. He could not function 
along with his peers because the school from which he came could not 
tolerate his type of behavior. 

The ‘other problem was developing self-help skills. At Hopkins we 
also remember the word “TED,” toileting, eating and dressing. We 
always phase in on these three things. Most important is social com- 
munication. This was a noncommunicating child who did not talk. The 
psychologists^ (behavioral therapist) took him in hand and along with 
the multidisciplino approach set up prescriptions for nursing, hearing 
and speech pediatrics and tho other disciplines^ work with John. 

We will show the movies now to depict what accomplishments 
have been made. At the present time he has been enrolled m a school 
in Montgomery County in a trainable class. 

(Film) 

Here is Johnny initially. You see him banging his chin. He has a 
scar, evidence of trauma. Initially he was taught imitative speech. 
Now he speaks spontaneously in a functional manner. 

It is important for these children to make their wants known, so 
that they can interact with the environment and develop to their 
maximum. In other words, if he didn't talk, he would be totally 
ignored. 

Dr. Cooke. He is being conditioned to respond for each appropriate 
bit of speech. So he learns words. These are essentially reinforced. 
This is the enforcement. We didn’t have much therapy there. This 
is at the time of discharge from the Institute. 

This is a child with utterly no speech whatsoever. 

Mr. Sarsfield (father). I think it might be well to point out that 
up until the time that Johnny was 7 years of age my wife and I had 
tried desperately to teach him ourselves. He had been in a 3-year pro- 
gram in a private school in Washington. He did not qualify for the 
school that he is in right now in Montgomery County; he was func- 
tioning at too low a level. In May of 1068 he was admitted to the 
Kennedy Institute and was discharged in August of 1960. In that 
short period of time he has developed to the point where now he 
is qualified to enter the school and is a more functioning member of 
the family. I think that this little child represents the light that 
President Kennedy spoke of, lighting the darkness with one candle, 
because we see here this child is living evidence of coming from a 
nonfunctioning human being to what he is today, and will continue 
to develop. 

The young man you saw working with him is learning at the 
same time. That, was Dick Blair. All of these men have been trained 
to do what they have done to John. But in doing this they have so 
much reinforced themselves and they themselves will go out and 
spread their techniques to other people and other educators. It will 
then be a foundation by which many other children like Johnny 
can be helped. 

We would like to thank the Kennedy Institute, Senator, you and 
your committee, and we sincerely hope that the fund will be made 
available to make more institutes such as the one in Baltimore avail- 
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able to other people throughout the country. Thank you very much. 

Dr. Cooke. Mr. Chairman, that completes our testimony. ’ We are 
very appreciative for the opportunity to appear here. I am very grate- 
( ful to the families who have come this morning. 

Senator Kennedy. Dr. Cooke, I think there is very little to ask 
you after your very impressive formal testimony and your splendid 
and moving ease presentations. In your formal testimony you have 
given what so many of us in the Congress have asked for in the past — 
ail evaluation of the program. You touched on a large number of areas 
in which I was interested, and you told us how the university-affiliated 
centers are helping the children to help themselves. There is very little 
that can be added to the eloquent testimony of the youngsters who 
appeared before us today. 

There is perhaps one final question, and that concerns the level of 
funding of the UAF program. Based upon your background, your 
knowledge of the potential of other universities around the country 
to develop these programs, the interests they have, and the cost of 
doing so, do you have any judgment as to the funding levels that 
are recommended in this legislation ? 

Dr. Cooke. I think the funding levels are absolutely at the lowest 
possible level compatible with a construction program that will have 
real impact throughout the country. I think it is anything but extrava- 
gant from the standpoint of the support of the university-affiliated 
facilities. I do seriously wonder whether or not the operational support 
is adequate. I believe that it is difficult to mount a program for a 
university-affiliated facility comparable to what we are trying to do 
at Hopkins for less than $2 million a year, per center. 

If one does the arithmetic, the amount of money that is available 
is very grossly inadequate. Now what is possible, of course, is the 
supplementation from other programs, sources, training funds in vari- 
ous disciplines, but I do believe the whole support is very much limited 
and should he increased if possible. Of course, there is a tooling up 
period for the other centers during which relatively little in the way 
of operational monies are needed. 

But the four points which I made as to the various ways of funding, 
I would hope could be implemented in some way. There is more 
support needed and it has to be substantial. There ought to be funds 
available from other programs for training, research and demonstra- 
tion open to these centers on a competitive basis, on a project basis 
essentially. 

There needs to be adequate support of *he indirect cost and there 
should be an opportunity for these centers to, in a sense, capture funds 
in a service activity such as providing services to the States. At the 
present time, at the Kennedy Institute, every penny that we take in 
goes to reduce our grant from the Federal Government so there is 
absolutely no gain. We just simply run in place as far as any addi- 
tional funds for development is concerned. 

Senator Kennedy. Would you explain that please? 

Dr. Cooke. Yes. We have a grant from the Children’s Bureau that 
supports the service activities and training activities. If we take in 
approximately $350,000 in income from services rendered such as those 
paid for by Blue Cross and Blue Shield, we receive money from under 
title XIX for the care of indigent patients, we receive money from 
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the State Crippled Children’s programs, making up the $350,000. 
Every penny of that $350,000 returns to the Federal Government to 
reduce the size of our grant so that we have no way to have any kind 
of development fund whatsoever for the improvement of programs. 

That, I think, is a situation which ought to be rectified in the future. 
I think some development moneys are needed and if there is income, 
some of that, at least, ought to bo used for professional training and 
research, just as it is iii most university medical centers. 

Senator Kennedy. I don’t know whether you are familiar with Mr. 
Black’s comments yesterday on behalf of the Administration. Is there 
anything in his proposal yon would like to discuss, particularly as it 
relates to the uni vcrsity-afhliatcd centers ? 

Dr. Cooke. As far as title I is concerned, I really agree completely 
with what Mrs. Boggs lias said. I think there is a belief that the gen- 
eral programs of health care, for example, can meet the problems of 
the retarded, the regional medical programs. It lias been my own ex- 
perience in working with these that emphasis on the killing diseases — 
heart disease, cancer, stroke — the killing disorders, will literally over- 
whelm any programs for the mentally retarded where this is not really 
in the [lower structure of medicine and, for that reason, it is terribly 
important that specific categories of support be retained. 

Furthermore, as regards the university-affiliated facilities, I don’t 
caro what program is going to bo mounted of a service type, trained 
personnel will have to be available and they are very, very inade- 
quately trained and in very short supply at the present time. So, with- 
out the university-affiliated facilities I can’t sec where the adequately 
trained personnel are going to come from to even meet the service pro- 
grams which the administration says it is coming out with. 

So that I think these are an essential part of any of the Government 
programs, even the limited ones of the administration. 

Senator Kennedy. Dr. Capute, would you like to add any com- 
ments? 

Dr. Capote. No, I think Dr. Cooke has summarized it very well. 

Senator Kennedy. Let me commend you both for your testimony. 
1 am really heartsick that the other member's of the committee did not 
hear it. I don’t think any of us would hav e any problem at all with any 
of this legislation if wo all could hear and see what we saw and heard 
this morning. We will try to cany this message to them and do the 
best we can. Thank you very much, gentlemen. 

Dr. Cookk. Thank you. 

(The prepared statement of Dr. Cooke follows :) 

Prepared Statement of Dh. Robert E. Cooke, Professor of Pediatrics at The 
Johns Hopkins University School of Medicine, Baltimore, Mu. 

Mr. Chairman, Senator Kennedy, members of the Senate Subcommittee ; I am 
Or, Robert E. Cooke, Professor of Pediatrics at the Johns Hopkins University 
School of Medicine; Pedintriclan-In-Chief, The Johns Hopkins Hospital; and, 
presently Acting Director of The John I«\ Kennedy Institute for Habilitntion of 
the Mentally and Physically Handicapped Child. I was a member of the Presi- 
dent’s Panel on Mental Retardation under President John F. Kennedy; subse* 
fluently, I was a member of the President's Committee on Mental Retardation 
under 1* resident Lyndon Johnson; and, until very recentUs u member of tbe 
same Committee under President Richard Nixon. I am the father of two severely 
retarded children, one of whom died three years ago, at the age of IT, still unable 
to walk adequately or talk at that time. 
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I am appearing in support of Senate Bill S. 2846, just ns I had the pleasure 
and privilege to appear in support of the Mental Retardation Facilities and 
Community Mental Health Centers Com • action Act of 1063. As a professor, and 
as a consultant to the United States Vu Health Service, and later, as a con- 
sultant to the Social and Rehabilitate Services Administration, I have had 
the opportunity to view the accomplishments of that act. It led to the creation of 
mental retardation research centers where concentration on tlie cause and pre- 
vention of serious developmental disabilities, ns well as research on diagnosis and 
treatment, lias been carried out. 

Since that time, successful work has been carried out on projects such as 
rubella, and such ns the various genetic and chemical abnormalities which pro- 
duce serious retardation, now called inborn errors of lnetnbolism. 

When the previous legislation was passed, there were some 25 serious disorders 
of unknown cause. It is now known tlmt these are caused by a specific chemicnl 
abnormality. Approximately one dozen of these can now he trented through chemi- 
cnl, dietary, or other means. 

These research centers have given us adequate information to detect the 
carrier state of serious genetic problems. For example, there is one condition, 
the Lesch-Nyhnn Syndrome, which was described by ami named nfter two phy- 
sicians in my department. These doctors have shown the presence of a disturbance 
in uric acid metabolism, somewhat similar to that producing gout, but, in these 
cases, associated with a very severe from of retardation, with self-mutilation ns 
one of the most striking symptoms, as shown in these photographs. It is now 
possible to determine the carrier trait of this condition in the female with rela- 
tively simple tissue culture approaches, not unlike those used in the screening of 
antibiotics. 

There 1ms been progress on the development of analytical networks through 
which, essentially, every family with genetic disease of a serious nnture may, 
in some way, bo assisted in appropriate diagnosis regardless of their geographic 
location. 

The community service facilities that were described in the orlglnnl legislation 
have permitted extensive expansion of services to the retarded. Workshops have 
boon built; diagnostic and evaluation centers have been created; special schools 
have* been initiated. These advances can be adequately documented by the ad- 
ministrators of the construction program. The training centers, or university- 
afiiliated facilities have now been developed. Nineteen are in active operation or 
in the process of construction. These community resources have permitted the 
development of new community-based service programs in health, in rehabilita- 
tion, lu day care, and in special education, especially for the younger child. 

The existence of community centers for the retarded lias provided nil oppor- 
tunity for u private foundation, t lie Joseph l\ Kennedy, Jr. Foundation, to 
develop a nationwide Special Olympics program that has channeled the energies 
of parents, volunteers, and community workers into permitting the retarded to 
show what they can do. 

The Special Olympics program is serving nsu motivational “framework” within 
which physical education, recreation, and .sjiorts activities can take place. Specifi- 
cally, Special Olympics (a) provides motivation for the initiation of physlcnl 
education and athletic programs where none exist; (b) provides supplementary 
materials which will aid those* currently conducting such programs; (c) pro- 
vides opportunities for athletic competition through local, state, regionnl, and 
international Special Olympics; (d) gives each retarded child n “feeling of 
belonging” by offering him membership in a national athletic club with member- 
ship certificates; periodic newsletters, etc; (e) instills a “sense of pride” in the 
retarded child by giving him a chance to win an award, be honored at a school 
assembly, or have his picture in a newspaper . , . by giving him a chance to 
know success. 

In its first year of operation, Special Olympics (1) Involved over 500,000 
children in 40 states and Canada, in eight regionnl games, 18 statewide programs, 
and more than 400 local Olympics; (2) involved over 40,000 volunteers at local, 
state, and regional levels — most of whom had never before worked with the 
retarded; (3) received official endorsements of the governments of 13 states, 
thereby allowing the inclusion of Special Olympics in hundreds of special school 
programs. 

One of the best ways to appreciate what can be accomplished is to show the 
film made on this recreation program. Time will not permit this but I would like 
to ask that the script of the film, “A Dream to Grow On,” be included in the 
record. 
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I would like to indicate that considerable thought and wisdom have gone in to 
the writing of this legislation. It is certainly wise to broaden the mission of the 
original facilities construction act from mental retardation alone to develop- 
mental disabilities, including cerebral palsy, epilepsy, neurological impairments, 
sensory defects, or other chronic, physical, or mental iinpairinants originating 
(luring childhood. These conditions have a similar causation. They originate 
from genetic abnormalities, from metabolic disturbances, from defects acquired 
before or during the birth process and in subsequent years. In addition, they 
require, for correction or amelioration, very similar services such as appropriate 
psychological diagnosis, neurological services, physical therapy, and special 
education. 

Title I has my wholehearted support. The proposal, I believe, will effect a 
consolidation of services which have been too long scattered and separated on a 
' basis of disease entities which are not truly separable. It will permit States to 
plan, in a coordinated fashion with adaptability ami flexibility, proper programs 
for the whole range of the handicapped, rather than for only one or two groups. 
This, then, will result in a significantly more economical use of funds so that 
complete treatment and evaluation facilities for each of the disease categories 
will not have to be developed ; rather joint usage will be required. 

These community developmental disability centers will be manned by teams of 
physicians, such as pediatricians, neurologists, and psychiatrists; of social work- 
ers, nurses, rehabilitation specialists, and educators. How will these teams be 
made up? How will the members be trained? How will they be constantly 
upgraded in the care of patients? How will various team members properly under- 
stand their own role in relation to the other members of the team? 

It is a well-known fact that there are three major steps in the training process: 
(1) recruitment through the creation of interest in a field, (2) the installation 
of theoretical information, (3) in-depth practice. The first step must be carried 
out with young students before a career choice is made. The only practical way 
that this can be done is through universities enlisting students on a part-time 
basis in combined academic and service activities. Theory during the training 
must be imparted by people of academic stature who can appeal to the intellect 
of the trainees. In-depth practice must be given with team approaches that serve 
as models for future operations. 

It is, therefore, completely reasonable that this legislation have, as an essential 
component, Title II, entitled Amendments to Part B of the Mental Retardation 
Facilities Construction Act. If Title II is to be approved, there are two major 
questions which must be answered: why should university-affiliated facilities 
for the mentally retarded be training centers for personnel who will man the 
community developmental disability activities; and, why should the training 
that is to be given at the university-affiliated facilities be interdisciplinary in 
nature? I feel I can speak with some authority on these two issues. Johns Hopkins 
has had a university-affiliated facility in active operation since 1967 and I am 
presently Acting Director, in addition to my other duties as Chairman of the 
Department of Pediatrics. What we are doing is comparable to that of actual 
programs or anticipated programs in the eighteen other centers, even though 
there may be some very worthwhile differences. Therefore, I would like to 
speak from our own experience at The John F. Kennedy Institute for Habilita- 
tion of the Mentally and Physically Handicapped Child and use it as a model 
for other university-affiliated facilities. 

From the standpoint of providing service to the handicapped, we have cared 
for about 400 children as inpatients and at least double that amount on an 
ambulatory basis. Each case is handled in the following way. Prior to admission, 
the child’s reports are collected from the referring agencies. Physicians, psychol- 
ogists, other hospitals, even school systems provide us with as much information 
as possible on the patient’s particular kind of disability. If the Admission end 
Discharge Committee believes that the Kennedy Institute can be helpful to the 
patient and to his family, and, if the case is of value from the standpoint of 
training personnel, the case will be accepted. On admission, the child and his 
family are seen by representatives of the two major divisions — the biomedical 
and the behavioral — each equipped with adequate screening tools for the detec- 
tion of defects pertinent to each of the particular disciplines of the Kennedy 
Institute. For example, information is obtained that is useful to ascertain the 
importance of social service, of psychology, of nursing, of occupational therapy, 
and of physical therapy to the particular patient so that a tentative diagnostic 
and treatment pathway can be obtained which is of optimal value to the patient 
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and the family without marked duplication of services and unnecessary 
examination. 

I have seen facilities where staff have not been developed in such an 
interdisciplinary manner and where every child is subjected to the same examina- 
tion. In such a setting, I have seep a child receive an extensive speech and 
hearing examination, even though his mental age is only two or three months. 

At the Kennedy Institute, the disciplines that can contribute to the particular 
case study the patient for a period of days. They then pool and compare their 
information in a major liabilitation conference and the patient is assigned to a 
subsequent major discipline for therapeutic approaches which are monitored 
by other disciplines to ascertain the degree of improvement in relation to expec- 
tation. After a period of weeks, when specific therapeutic measures have been 
worked out, the family and representatives of community resources, such as 
community schools, social work programs, and day care facilities are brought 
in to learn the therapeutic approaches which can be applied specifically for 
that child in his home environment. 

The Kennedy Institute lias carried out a very substantial training program. 
Formal lectures and conferences are held regularly throughout each week rather 
than on a monthly or yearly schedule, as was the situation several years ago 
in the usual university environment. In the past year alone, we have trained 
over 175 nursing students, over 50 students in physical therapy, 5 psychiatrists, 
4 psychologists, 17 special education teachers, 0 social work students, 30 medical 
students, 24 residents in pediatries, 5 full-time pediatric fellows, and almost 75 
students in speech and hearing. In addition, extensive course work has been 
given for clinical pathologists in genetic and biochemical detection ; for graduate 
students in occupational therapy, rehabilitation, and for specialists in library 
sciences, 

The numbers alone do not express the contributions which the university- 
nlfUinteil facility has made from the training point of view, Encli discipline has 
had intensive technical training in its own area; but, in addition, as an example, 
the pliyscal therapist lias learned how his or her activities cnn complement the 
activities of the psychologist, the behavior modification specialist, the neurologist, 
and so on, In this way, gains made by one therapist are not eradicated by the 
efforts of another. For instance, a child who is undergoing conditioning pro- 
cedures for improved socialization— so that the family can live peacefully while 
the child is in the home — presents a particular problem if the personnel carrying 
out physical therapy of that child do not follow similar principles of behavior 
modification and reward. 

In the process of learning, the psychologist learns the role of the speech 
therapist In the treatment of the handicapped so that, if he becomes the primary 
referral source, as may he the case in the community, lie cnn wisely choose the 
appropriate specialist. The pediatrician must learn the contributions of the 
educator. Likewise, if n retarded child is brought to a special educator, lie must 
have an appreciation of the disciplines to he involved. 

The Kennedy Institute’s impact on student attitude at present is in contrast 
to the experience of an instructor in public health after conducting field trips 
for medical students to an oversized residential facility for the retnrded. I 
quote from his paper, “Part of the shock of students who visit this facility may 
he related to the experience of being confronted with so many problems at once. 
The physician is confident that lie lias certain specific measures to offer an 
individual patient in discomfort: when the student is faced with n large number 
in severe distress, lie is extremely uncomfortable merely because of the numbers. 
When students are interested in such a facility, they go largely as spectators 
rather than as physicians,” By comparison, over 25 percent of the students at 
Johns Hopkins, in the course of their medical school experience, choose work 
in the Kennedy Institute in preference to other exciting experiences in the care 
of pcufely-ill patients or patients with other diseases than those with chronic 
disability. 

In the research area, major emphasis lias been on the development of new 
treatment strategies, new medical rehabilitation approaches, and new forms of 
special education with careful comparisons of treatment benefits. For example, 
we are interested in studying, in n given patient, whether or not behavior modi- 
fication will produce greater soeial benefit or greater educational benefit than 
more conventional approaches. One study of particular interest and importance 
to education is that of the talking typewriter. This is an instrument that costs 
approximately $40,000 with several thousand dollars annually for soft ware. A 
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controlled experiment comparing this form of remedial rending for the handi- 
capped with other forms has indicated the advantage, in the pilot program at 
least, of a human teacher over the machine — and at approximately one-fifth less 
cost. Other comparative treatment programs are underway which could have 
equally startling results. 

The university-affiliated facilities have had an even more important role than 
simply these program objectives. Essentially, they have been unifiers of the 
university. They are a kind of mini-university: a meeting ground, a point of 
convergence for the medical sciences, the behavioral sciences, and the educational 
sciences. Unless these three areas concentrate their efforts in a coordinated man- 
ner, relatively little gain will be obtained by each carrying out his own indepen- 
dent efforts. 

The university-affiliated facility is a meeting ground with a common concern 
for human beings in need of assistance. This need is strong motivation to effect 
cooperative and coordinated work. In this regard, the university-affiliated facili- 
ties have served as the major center of interest for the mentally and physically 
handicapped child in the academic community and in the general community 
along with the Kennedy Foundation and the National Association for Retarded 
Children, as government over the last four years has demonstrated a dwindling 
concern for the well-being of the retarded. 

The university-affiliated facilities are also proving to be a focal point for edu- 
cational approaches to difficult chronic problems in our society. They are also 
serving as proving grounds Lur the training of individuals in team practice. 

Despite the serious financial limitations at the present time on medical Institu- 
tions, The Johns Hopkins University as a private institution, though feeling very 
seriously the cutbacks In support by the present administration, is still giving 
considerable financial support to the Kennedy Institute. In one year alone, the 
Medical Institutions have contributed over one quarter of a million dollars in 
in-kind services and dollars to that facility. 

More Importantly even that this strengthening of internal university interest 
is the role that the university-affiliated facility is playing ns a link to the com- 
munity, It is essentially the bridge between the university academicians, and 
the community practitioners and families. It is a presentation of academics 
with relevance. First, it is a training resource for personnel from community 
programs, for public health nurses, and for black students In special education 
at Coppln State College who will provide the major special education resource 
to the City of Baltimore, It is a public information facility where activities for 
the retarded can be centralized, a meeting ground for parents’ groups, and a 
center for State program planning, It is a training facility for the community 
with Neighborhood Youth Corps working on weekends and through the summer. 
It is the focus for a New Careers Program where poor people of Baltimore are 
given the opportunity to enter the health professions. These people are guided 
up a career ladder beginning as trainees to be n child life manager who is 
responsible for assisting the retarded in socinl skills. The next step for such 
workers is specialization in areas such as occupational therapy and physical 
therapy; or, working as psychology aides; or, in obtaining associate degrees 
through community colleges. Further educational progress may involve degree- 
granting colleges, and, eventually, professional schools. 

It is a center for the training of day care workers and for pediatricians who 
come from practice to learn how they can better manage the retarded. It is a 
summer school for teachers who wish to learn more about the biomedical as well 
as educational aspects of the handicapped. And finally, it is a service facility 
for the community where children with severe educational problems may be 
brought to our .school on a daily basis; where cerebral palsy clinics of charitable 
groups are conducted; and where the Cleft Palate Clinic of the Johns Hopkins 
Hospital meets as well as the child neurology clinics. In essence, it is a court of 
last resort for families seeking the most advanced medical, behavioral, and 
educational information for their child. 

Our role, then, as we conceive it, is to develop new techniques of screening, 
new approaches to diagnosis, new methods of treatment, new ways to family 
education, new procedures in genetic counseling, new careers for personnel, and 
new disciplines to assist the retarded and handicapped. I believe the university- 
affiliated facilities are succeeding in this role. 

The second question which I raised is why should training be interdisciplin- 
ary? What are the advantages of this seemingly expensive approach? Actually, 
the advantages are largerly in the greater economy in the use of resources — 
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for the family, patient, and community. It is to assure that there is greater 
efficiency in assisting the child. Interdisciplinary means that one discipline 
must learn how to use, to a degree, the tools of another discipline, and work 
with that other discipline to develop some optimal path for the treatment of the 
child. We, in now way, mean to disparage the efforts of others in training, but 
if one analyzes the experiences which a trainee at the Kennedy Institute receives 
in psychology, for example, one can see that he learns the role of the neurologist 
of the psychiatrist, of the educator, and the abilities and limitations of the 
physical therapist. He develops a realistic appreciation of what can and cannot 
be accomplished. This is absolutely essential since so many of the hnndicnpped 
reach treatment facilities by way of singular members of the scattered health 
team. For example, a teacher may be the major source of referral, or, perhaps, 
a public health nurse. 

Let me illustrate some of the problems associated with this approach. An 
eighteen year old child, the daughter of an important family in this country, 
is being admitted to the. Kennedy Institute this week. The child has a severe 
hearing disorder as well as some neurologic dysfunction. She was subjected to 
speech therapy for SMj years despite the fact that the major deflciences are in 
the prevocational and intellectual areas. Not only was this a waste of financial 
and human resources, but valuable time has been lost that could have been put 
to far better use if more realistic expectations on the part of the people making 
the earlier referrals had been carried out 

What, then, should these centers be? They must be administered in a way 
that permits them to inter-relate as much as possible with the community 
Developmental Disability Facilities. They must be consultation centers for the 
satellite groups in the community which will carry out a large part of the service 
programs for the handicapped. They must be community training centers which 
train personnel for the satellite units and provide subsequent in-service training. 
They must be community research centers that can develop the essentials of 
better treatment and pass on this information to community programs for 
immediate application. 

From a cost benefit standpoint, there is impressive evidence of what can be 
accomplished for the handicapped through these university-affiliated facilities. 
Yet, for those members of our society who are skeptical of the value of any 
efforts made for the handicapped, it is appropriate to point out what may be 
accomplished in terms of real benefit for the normal child. 

Historically, medicine has learned a great deal of what is important for the 
normal from the study of disease. For example, the study of diabetes has con- 
tributed a great deal of information concerning normal carbohydrate metabolism. 
The study of cretinism, a bizarre form of retardation studied many years ago 
in Switzerland, demonstrated the role of the thyroid gland in normal people. 
The study of inborn errors of metabolism has provided information on the normal 
chemical pathways of the body. The study of Mongolism, or Down’s Syndrome, 
I believe, will contribute very significantly to our understanding of the aging 
process. 

Likewise, in the study of learning problems of the handicapped, much informa- 
tion can be obtained which will be valuable in understanding the normal child. 
For example, an appreciation of the existence of individual variation in learning 
abilities is absolutely critical to the most effective use of our educatonal resources. 
Individual variation is a concept which lias not been fully appreciated by educa- 
tion and which comes from the study of individuals with disability. Conservative 
estimates of so-called normal school children with unusual profiles of intellectual 
capabilities vary from 15 to 25 per cent. Optimal education of these normal 
children requires individual teaching methods— the development of what might 
be called prescription teaching — to exploit the child’s areas of strength and to 
attempt to bring his areas of weakness up to a normal level. It is essential that 
adequate scientific epidemiologic approaches in the description of learning dis- 
abilities be developed so that communities can plan and experiment with different 
types of resource allocations which ensure that our educational dollar buys a 
maximum education for all pupils over the spectrum of abilities ranging from 
the mentally handicapixxl to the child who is quite intelligent but has only 
specific learning disabilities. 

Another example is* in the area of psychiatry. The study of the basis for the 
strength of a family facing severe adversity can lead to improved ways of assist- 
ing the normal family to be prepared for hardship. Likewise, in the area of 
behavior modification, the use of conditioning procedures to remove unacceptable 
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behavior has obvious application for normal child-rearing practices in determining 
the importance of rewards. 

I should like to make sure that, within the legislative history of this bill, there 
is concern for the financial support of these centers. The construction funds 
should be allocated in a way that will permit optimal support of community 
resources. This will entail a careful programming to ensure that there is adequate 
geographical distribution of the university-affiliated facilities. Facilities must 
be built in locations and at university centers which will provide maximum 
support for regional or State community programs. In addition, the funds which 
are authorized for support are absolutely minimal and are a long way from 
being optimal. 

I believe that the support of these facilities must be in four categories. First, 
sustained dollar support over a period of five to ten years for direct cost and 
administration. This would provide for core activities to ensure that there is 
continuity of staff from year to year which can lead to progressive improvement 
in programs. Second, there should be dollar support for specific programs which 
come from established agencies awarding funds in comi>eti tion with other 
training, demonstration, and research activities. It is extremely important to 
assure that these centers are not excluded from such supi>ort programs because 
of the core support to which I referred. Third, support of indirect costs must be 
adequate to ensure universities and their affiliated facilities are not depleted of 
resources in the process of maintaining the high cost of the programs I have 
indicated. Fourth, there must he money for development so that emphasis can 
bo placed on new methods of operation. I believe these funds should come from 
the efforts of the university-affiliated centers themselves through the recovery 
of monies for services performed, and should be used only for professional 
research and teaching just as universities use new funds to develop new pro- 
grams. Such a mechanism will provide incentive for the acquisition of appropriate 
funds for services rendered. 

These four support efforts must be for all elements of the center, not just the 
biomedical, or the educational, so that maximum balance can he obtained and 
maximum flexibility in the use of funds can he made possible. At the present 
time, there is a very serious imbalance which compromises the interdisciplinary 
approach. Either the biomedical support in some facilities is grossly under- 
developed and under -supported, or the educational support is seriously com- 
promised, as is the situation in most of the facilities. Indeed, wlmt has developed 
is competition Instead of cooperation in acquiring funds for the major ureas 
of the program, unci this competition has seriously limited development. Methods 
must be found to reward joint activities so that divisions with educational 
responsibility and divisions with biomedical resixmsibility can be encouraged 
to work together. Likewise, centers with major emphasis on one or the other 
can also he encouraged to cooperate. 

In conclusion then, I feel this legislation has great merit. It seems that the 
only way community programs, which are demanded by society, can be effec- 
tively implemented and improved on a year-to-year basis is through the parallel 
development of the university-affiliated facilities. As a way of illustrating the 
particular accomplishments in a somewhat graphic manner, I have asked some 
of the staff of the Kennedy Institute to accompany me to present very briefly, 
a few case examples of the kind of service programs upon which the framework 
of training and research are built. Accompanying me is Dr. Arnold Capute, 
who is Deputy Director of the Kennedy Institute, and he will present these cases. 
I appreciate the opportunity to appear before the Committee and I hope that 
the legislation will be successfully enacted. 

Senator Kennedy. The subcommittee will reconvene at 2 o’clock 
this afternoon. 

(Whereupon, at 11 :50 a.m. the subcommittee recessed, to reconvene 
at 2 :00 p.m. the same day.) 

AFTERNOON SESSION 

Senator Kennedy. The subcommittee will come to order. First of 
all I want to express my appreciation for the patience of the witnesses 
today. This is a busy day for all of us. I know this is a busy day for 
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you, and so I particularly appreciate your understanding and patience. 

Our next witness is Dr. Charles D. Barnett, from Columbia, S.C. I 
understand that South Carolina was the first State to set up a separate 
department of mental retardation, the department which Dr. Barnett 
now heads. 

Prior to his present position, Dr. Barnett served as deputy com- 
missioner of mental health and mental retardation in Texas. He has 
had extensive experience with State problems in the area of planning 
and coordinating comprehensive programs for the retarded, and we 
look forward to his testimony. 

STATEMENT OF CHARLES D. BARNETT, PH IX, COMMISSIONER, 

SOUTH CAROLINA DEPARTMENT OF MENTAL RETARDATION, 

COLUMBIA, S.C., AND PRESIDENT, NATIONAL ASSOCIATION OF 

COORDINATORS OF STATE PROGRAMS FOR THE MENTALLY 

RETARDED 

Mr. Barnett. Thank you, Senator. 

It is my pleasure and privilege to represent here today the chairman 
of the South Carolina Mental Retardation Commission, Dr. James B. 
Berry, of Marion, S.C., and* our personable and dynamic Governor, 
Hon. Robert E. McNair, in basic support of S. 2846. The Develop- 
mental Disabilities Services and Facilities Construction Act of 1969. 

Additionally, and in the capacity of president, I have the honor 
of representing the National Association of Coordinators of State 
Programs for the Mentally Retarded. Our association consists of a 
single individual from each of the several States representing the State 
agency heretofore appointed by the Governor to generally coordinate 
mental retardation planning within the State. Our association’s pur- 
pose is to forward mental retardation services in the several States by 
promoting mutual assistance, cooperation, and the exchange of infor- 
mation and ideas in the administration of public mental retardation 
programs. 

“Public mental retardation programs” as used here is meant to 
encompass the total programs dealing with institutional (residential) 
and community care m order to meet the needs of the men tally retarded 
and their families insofar as these programs are the responsibility of 
the individual States. The executive committee of our association 
unanimously endorses in principle and philosophy the content of 
S. 2846. 

My purpose here today will be to comment briefly on S. 2846 and 
in so doing, I will put aside the inclination to share with you in any 
great detail the enormous needs which have accrued relative to mental 
retardation services in the various States. I will also set aside the 
perhaps even stronger inclination to verbalize the great bewilderment 
and concern that many of us in the States have felt for the past year 
or two regarding what is actually happening in Washington relative 
to the coordination and funding of mental retardation services and 
programs. Suffice it to say that we have often wondered who was 
doing what to whom and why ? I must add that our confusion was 
often shared by Washington leaders themselves. Yet, despite this and 
despite sometimes outmoded communications and decision-making 
processes which have often excluded consumers and firing line admin- 
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istrators from seeing and reacting to legislation and regulations prior 
to their implementation, our programs have generally gone forward. 

"VVe see S. 284G as offering the potential mechanism for recapturing 
the strong momentum which existed relative to mental retardation in 
the early and mid-1960’s. The great tragedy of mental retardation to- 
day is that we know how to prevent many cases which are not being 
prevented and we know how to effectively serve those retarded and 
their fnmilies now with us who, too frequently due to a lack of 
resources, are not being served. Stated another way, the gap between 
what we are doing and what we know how to do for the retarded 
is ever increasing. 

Permit me to cite two family situations which illustrate the magni- 
tude of our challenge. Our department is currently holding a series 
of area hearings throughout South Carolina where, incidentally, some 
surveys show mental retardation to run as high as 10 to 12 percent 
in certain school-aged samples. At a recent hearing in Florence, we 
heard about two severely retarded, nonambulatory male youngster's 
living in a housetrailer with a pregnant mother, a possibly normal 
4-year-old sibling and a father whose salary was grossly inadequate 
to provide the basic needs of the family. Our residential waiting list 
of almost 1,000 prevents our moving as rapidly as we would wish to 
be of assistance to such a family. 

At the same hearing, we heard the father of a 22-year-old retarded 
son living at home plead for services to enable him to help his son 
there. In pointing to the son’s waning potential and his own frustra- 
tion at the lack of training and care services and facilities, the father 
noted that the highlight of this boy’s day was a walk with his dog 
around town. And then, one of unplanned and unforgettable occur- 
rences took place when the next speaker arose and addressing our 
commission stated : 

I, too, am the father of a retarded son, age six. Is this wliat I have to look 
forward to when he is 22— a walk around the town with his dog? 

He sat down and a million more words could not have better made 
his point. The silence of the audience conveyed its receipt of the 
message. 

History tells us it took 250 years to go from the short bow to the 
long bow and arrow. It took 10 years to go from piston aircraft to 
moon landings. Those of us sharing the responsibility, often wonder 
how long it will take to provide services for a youngster of six with 
special needs. 

These two situations, then, the trailer family and the fathers of the 
two sons, illustrate the scope of the job before us still; To provide 
improved and available residential services to those who absolutely 
must have them ; and to provide options or alternatives to residential 
placement through the expansion and/or development of a full range 
of community services for those who can be cared for at the local 
level and within the context of home and family. 

Let me now move to some specific comments about S. 2846. First, 
some plaudits. We in South Carolina, with great need and limited 
resources, are not different from many other States. We have already 
realized that the needless duplication of services for every possible 
type of disability is an extremely expensive and cumbersome process. 



Part of the answer to this then is coordination. Beyond this, the cost 
in frustration to consumers who must travel the confused service 
delivery pathways and the cost in time to those desperately in need 
of services is great. We have recently completed a study of services 
to the handicapped in the State and the manner in which S. 2846 
provides a beginning focal point of coordination and support for 
the needed services, as was suggested by our study, is rather 
remarkable. 

We welcome the opportunity to receive a. formula award based on 
a comprehensive State plan and to share the responsibility among ap- 
propriate and designated State agencies for the administration and 
implementation of this plan. We commend the provision for a Na- 
tional Advisory Council and endorse the involvement of consumers 
in this effort. It is further our hope that one or more State coordina- 
tor's will be chosen either as Council member's or designated to serve 
in a technical capacity to the Council. The apparent flexibility of this 
entire proposal sounds refreshing and we urge it be maintained on 
that basis. 

The extension of the university-affiliated construction program is 
welcomed with equal enthusiasm. Properly conducted, these programs 
can become both focal points for services and the training of a wide 
range of professional and technical personnel. It is significant that 
a new source of operating assistance be given to UAF programs as 
provided under section 203 of S. 2846. 

The general approach to State matching based on a pooling of 
State-local contributions is a breakthrough. vVe urge that the regula- 
tions reflect the awareness that local contributions in manpower time 
and in volunteered space or services often have just as significant 
dollar values as cash. -**. 

Next, a few brief concerns and/or considerations. Hospital improve- 
ment projects (HIP) and hospital inservice training grants (HIST) 
have pumped new life into residential programs in recent years. We 
urge your consideration of the inclusion of these moneys also in the 
formula awards to States. We at the State level also urge that (1) 
the restriction on the age and size of the institution making it eligbile 
for support and (2) the general restriction of the use of the moneys 
to only the inresident population be modified to give States maximum 
flexibility in program development. These apparently were policy 
decisions in the past, not written in the law. Permitting a State to draw 
up a total plan will resolve this difficulty of times past. 

We at the State level urge that full consideration be given to regu- 
lations and standards which are simple, logical ? and meaningful. This 
is especially pertinent in the area of construction, where some States 
have found that excessive emphasis on hospitallike construction in 
nonmedical units entails added State cost not justifying the pursuit 
of Federal assistance in many cases. 

We further urge that the National Association of Coordinators of 
State Programs for the Mentally Retarded be asked to review and 
comment on the proposed standards and regulations before they go 
into effect. Other groups such as the American Association on Mental 
Deficiency, the National Association for Retarded Children, and 
United Cerebral Palsy, to mention only a few, should also be asked 
to evaluate the proposed standards and regulations. 
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What will be the relationship, if any, of the President’s Committee 
on Mental Retardation to the proposed National Advisory Council on 
Services and Facilities for the Developmentally Disabled? We feel 
that the presence of a national group directly appended to the Presi- 
dent’s Office gives mental retardation stature and visibility. Both the 
staff and membership of PCMR have done an outstanding job over 
the past several years. Perhaps PCMR and the new group could be 
combined into a President’s Council on Services and Facilities for the 
Developmentally Disabled. 

It is hard to imagine that the 12 members proposed for the National 
Advisory Council on Services and Facilities for the Developmentally 
Disabled will be a sufficient number. I am thinking in terms of the 
President’s Committee on Mental Retardation where we have some- 
thing in the neighborhood of 24 or 26 people. If indeed the new legis- 
lation is to cover a number of disabilities and to have specific require- 
ments insofar as consumer involvement, then 12 members would not 
be sufficient. 

In the development of university-affiliated programs, it is urged 
that some system be developed to give priority to applications from 
regions not already having such programs. Also, to insure that these 
programs are coordinated with other State service and training needs, 
it is suggested that the regulations reflect the need for State advisory 
council endorsement of the initial application and all other grant 
applications made under the present legislation which would affect 
or go to university-affiliated programs. 

I want to say, Mr. Chairman, that I know we were all much im- 
pressed by the very fine display and presentation here this morning, 
as I know you were. Yet, 1 have to say quite honestly that in my 
travels and observation of some of these programs, many give me 
pause for reflection as to whether or not we are serving the mainstream 
of retardation and whether or not some of these programs are becom- 
ing terribly academic. I think we need to make every effort in an era 
of great need and limited resources to utilize these resources for all 
the retarded and not just a chosen few who happen to relate to some 
professional’s research interests. I do not say this critically, but simply 
as a matter of observation and caution. 

Senator Kennedy. Do you suggest that there ought to be more 
accurate evaluation of these programs? Do you think that would be 
helpful? 

Mr. Barnett. This is what I am saying indirectly. I also believe 
that the involvement of these programs as a part of the State plan 
called for under S. 2846 will tend to enhance the awareness of our 
university-affiliated programs relative to service needs in States, and 
at the same time, will help leaders in the service areas become more 
aware of what the university-affiliated programs can do for them in 
terms of training, researeh ? and services. 

We urge that greatly simplified paperwork requirements be insti- 
tuted where possible in all State-Federal dealings. Current applica- 
tion forms scare off small communities where services are often most 
desperately needed. Review delays often mean escalating costs in a 
number of areas. The State plan approach should assist in alleviating 
some of these current problems. 
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The emhpasis on poverty in urban or rural areas should not be tied 
down in the regulations to the extent of strangling a State. For exam- 
ple, current mental retardation staffing grants are of ten unrealistically 
tied to the model cities program. In many States, such a relationship 
is meaningless — especially if the local unit does not have matching 
funds or if the geographical region is not the most promising or needy. 
The State can best evaluate the needs and potentials of given areas, 
and we see this legislation as giving the State this opportunity. 

I understand that we actually ao not have an administration bill 
although we have had talk and comments about the stand of the ad- 
ministration relative to S. 2846. In the absence of having seen any- 
thing official on this and not having been here yesterday to hear the 
account of what was said, I still would like to comment about one 
point which someone mentioned this morning and which I assume 
correctly reflects the administration viewpoint. 

The statement was made that in the so-called administration ap- 
proach, States would have an opportimity to review and comment on 
applications. We must have more responsibility and authority than 
that. Otherwise our relationship with local units will be completely 
meaningless. I can recall in Texas where we had such a perogative 
under the MR Staffing Legislation, I can also remember rather vividly 
where we recommended, without mincing words, that a local applica- 
tion be turned down. I can recall equally vividly that the application 
was funded over our recommendation. The next year, with the decreas- 
ing Federal participation, this same applicant was at our doorstep 
asking for the State to pick up these funds. In other words, the action 
of our Federal friends served to more or less make a commitment for 
the State. Then local groups became agitated when we did not have 
the funds to assume the decreasing Federal portion. "Wo need a better 
tie to local projects and applications than what I understand the 
administration proposal would offer. 

Senator Kennedy. You would be more sympathetic to the approach 
in this legislation — S. 2846 — which gives formula grants to the States 
then? 

Hr. B Ait nett. Yes, sir, that is exactly what I am saying. I was try- 
ing to cite one particular example. It seems tome that the administra- 
tion’s suggestion is unrealistic and that it represents a failure to look 
back at what our experience has been. I certainly feel that the ap- 
proach that the legislation here takes would give every opportunity 
to the State to get around this problem. 

Realistic evaluation should also be made relative to maintenance 
of effort concerns by the Federal Government. Many local programs 
operate at a given level on a tenuous basis through funds derived from 
often unstable sources. Yet, at first glance, it appears we have a cer- 
tain permanent level of operation ongoing in a given program. It is 
suggested that flexibility be given the State in differentiating between 
a stabilization of effort and a decrease in maintenance of effort. While 
we commend the concern expressed by such actions, the sound pro- 
grams we seek for the future will not be based on the cookie sales of 
the past. 

In summary, we feel that proposed legislation offers promising po- 
tential for assisting States to better coordination and to expand on- 
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going programs to the retarded end others with related developmental 
disabilities. 

It is important that States be given the clear implication through 
all possible means that mental retardation is the primary condition 
with which this bill and this legislation deals. It is equally important 
that States designate key agencies familiar with the mental retarda- 
tion problem to coordinate the provisions of this act. The legislation 
leaves this np to the State. We think this is fine, but \ye do want to 
point this out. Socially, economically and programatically, mental 
retardation is too big a problem and too significant a problem to let 
it drift back into the anonymity Where it resided previously for so 
many year’s. 

I -would also emphasize that simply pooling the various funds cur- 
rently available will not give us sumicent financial support. New 
moneys will be required to implement this legislation. 

Senator Kenned v. Can you give 11 s any idea as to the magnitude of 
the funding that is needed, Dr. Barnett? What should be the authori- 
zation level for this legislation? You have had a considerable amount 
of experience in different States. How much must we spend to meet 
the need? 

Dr. Barnett, Senator, I am not prepared to suggest an amount in 
specific — this will require careful study. Let me use this analogy, 
however. Going back tomy understanding of the so-called administra- 
tion approach — funding at a level not less than the construction level 
for this year would mean only about $8 million for this act totally. 
Talking with one of the gentlemen here who represents mental health, 
I think the comparable figure for mental health this year would be 
something close to $100 million including certain moneys carried 
forward, staffing and construction. 

We don't seek to gain funds for mental retardation and related dis- 
abilities at the expense of mental health or anyone else. But looking 
at the ’States I am familiar with, I know of no State where this kind 
of distribution of funds exists. Now, if the administration or whoever 
is involved here has some information we don’t have, we would like to 
have it. It might help us to understand this position better. 

Senator Kennedy. Why is there any disparity between mental 
retard ation and mental health ? 

Dr. Barnett. I think it is clear that some people were here who did 
their “homework” better than tlie mental retardation people did back 
down the line. They were here and they were rightly seeking funds for 
their programs. Of course we were here too, but I don’t think we were 
able to perhaps attract the same level of support or attention. 

As I say, I don’t think any of us here today would be critical of the 
mental health allocation. Not at all, because they need these funds. 
We simply need more money for mental retardation. 

Senator Kennedy. I suppose there is a certain responsibility within 
HEW as well to remedy these kinds of inequities or at least to support 
the kinds of funding levels that arc needed. I think all of us are aware 
of the budgetary restrictions. But when you are talking about the allo- 
cation of resources, I don’t think any of us want to see mental retarda- 
tion funds increased at the expense of mental health, cancer, heart, 
or stroke. Actually, from a personal point of view, I would like to see 
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to work closely with parents us well us retarded children, and lie has 
seen firsthand (lie need for more and better community programs. 
In addition, Dr. Noone lias served as Chief of Mental Retardation at 
tlm National Institute of Mental Health, and he lias taught at George 
Washington University and the University of Maryland. 

I welcome you, Dr. Noone, and I appreciate your cooperation in 
rearranging your schedule. 

STATEMENT OF JOHN J, NOONE, ED. D., EXECUTIVE DIRECTOR, 
AMERICAN ASSOCIATION ON MENTAL DEFICIENCY 

Dr. Nooxic, It is a pleasure, Senator Kennedy. 

1 am here this afternoon at the request of our president, Dr. Wesley 
While, who is recovering from a rather serious illness prior to going 
to (he Commonwealth of Massachusetts, my native State, where he 
will be the first noinnedieal superintendent of one of the State schools 
( hei*e. 

He lias asked me to convey to the members of the committee his 
regret that lie could not be present. He asked that I provide tliis testi- 
mony for the committee. 

The American Association on Mental Deficiency, numbering over 
»,50(l professionals working in all levels of mental retardation, wel- 
comes this opportunity to testify on behalf of 8. 284(>, the Develop- 
mental Disabilities Services and Facilities Act of 1009. 

Wear© wholeheartedly in favor of this hill, and completely support 
the concept, of a mechanism which will allow the States to develop and 
implement a comprehensive and continuing plan to meet the current 
and future needs of those affected by developmental disabilities. 

We. arc pleased to note the provisions for the construction of facili- 
ties for these services, and the amendments for the expansion of the 
university-affiliated mental retardation facilities. 

We seek here the operational support of these services. 

When Congress passed the. first major legislation for the mentally 
retarded in 10(5o. it. gave new hope for the mentally retarded, their 
families, and those who work with them daily. 

The provisions for construction of community facilities, centers for 
research, and university-afliliated facilities, better stalling patterns, 
the hospital improvement program, and its complementary hospital 
in-service, training program, and other service-oriented programs have 
been like an oasis in a desert. 

For years professionals had been aware of their inability to cope 
with tremendous problems in working with the mentally retarded, 
many of whom have concomitant disabilities rendering their develop- 
ment inadequate. 

A grateful community bestows its thanks upon you and your 
predecessors. 

There are still needs to he met, and we believe the provisions of 
S. 2840 will carry us a long way toward attaining the goal of a much 
better life for those so handicapped. 

Wo are impressed with several key features of this bill, especially 
the opportunity for a State to develop a comprehensive plan to assess 
its program needs, and the authorization of allotments to States based 
on populat ion, need for services, and finances. 
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Tins formula grant program is much more equitable and expeditious, 
and it should eliminate many of the discrepancies of the previous 
protect grant programs. It will tend to place responsibility back on the 
States and the local communities to plan wisely. 

However, I think consideration needs to be given for more appropri- 
ate time for the States to plan. We note section 139 of the bill suggests 
that March 1, 1970, be the time when the Secretary will provide stand- 
ards for the States. I think that the States will need a little more time 
in which to prepare. I am sure the committee can make the proper 
adjustments. 

Oil the National Advisory Council, I would agree with my colleague, 
Dr. Barnett, that the membership be expanded. I think 12 members are 
now called for. For a program such as this, we need a greatly expanded 
council, 

i suggest also that the university community be represented on the 
National Advisory Council; and by the same token, when the States 
establish their advisory councils, that the academic and the college 
community be x'epresented on this important group. 

We are pleased to note the provision for nonprofit agencies, institu- 
tions, and organizations to participate in the program by membership 
on the State council, providing services, and being eligible to re- 
ceive funds for programs within the purview of the overall State 
plan. Too often we have not looked to the private sector to serve as a 
copartner in helping the handicapped and their families. 

When I went back to the office yesterday afternoon, going through 
my mail, I came across correspondence from California. Two ladies 
here are very interested in opening a facility for the mentally retarded. 
They indicated they had gone, through five major steps, received per- 
mission from all the respective agencies in the State, but then they 
say, “Now we have come to a standstill. Because of the tight money, 
high interest situation, we have been unable to obtain a loan.’ 5 

I think this brings out the need for the private group to be more 
involved with the State programs, so that they can have “a piece of 
the action.” 

The Developmental Disabilities Services Act will enable States to 
look closely at local services and perhaps make a fresh beginning at 
the outset of the problem. 

We all know that the sooner the disabling condition is diagnosed and 
services rendered, the better opportunity the child has tor a more 
normal life, and the less trauma Malls the family. With more adequate 
services in the community, there is less likelihood that the child will 
have to leave home for residential or long-term care in a distant facility. 

Diagnostic evaluation, day care, recreational and counseling serv- 
ices for the child and parents, preschool programs, vocational rehabili- 
tation and training, are but a few of the sendees needed on the local- 
urban, and rural — level to help the developmentally disabled. 

The American Association on Mental Deficiency recognizes the lack 
of standards in many of these areas for the mentally retarded, and is 
about to embark on a project to develop guidelines and standards. 
These should be of some value to all handicaps enumerated in this bill, 
as States formulate plans to dev hp programs of service on the com- 
munity level. 

In this context, too, section 139(2) indicates that there will need to 
be standards developed for the States. 



260 



From experience, our association can point to a rather long and 
difficult role to (level op and pull together adequate standards for facili- 
ties. We have had quite a bit of experience on this with our residential 
programs. 

Wo recognize the great need for standards on day care and com- 
munity programs. 

Residential programs for the mentally retarded continue to concern 
and worry us. Excellent progress has been made in some States due 
to the intervention of the hospital improvement program and the 
hospital in-service training program under progressive leadership. 

However, the President’s Committee on Mental Retardation in its 
report, MR 68— The Edge of Change, points to the deplorable condi- 
tions: many of the 200,000 residents live where the average age of 
the buildings is 44 years, and the average daily cost for care is $7.60, 
with some amounts down to just over $3 per day. Overcrowding, dis- 
tance from urban centers, poor salary scales for attendants, and insuf- 
ficiently trained staff are a few of the reasons for the plight of these 
institutions. 

Our association recently studied 134 of 168 public institutions in the 
country, and found 185,000 residents in these facilities. Thirty-two 
institutions house from 2,000 to over 3,000 persons and accommodate 
94,940 individuals. I think this comes out to something like 2,900 
individuals per residential facility. 

We drop down to a mid-category of population, 500 to a thousand 
in 74 of these “average size” installations, where there were 82,400 
people living. This comes out to about 1,100 people per institution. 

In this study we found that none of the essential standards in the 
care of residents and only one essential standard in the socio-education 
section were met by 75 percent of the institutions evaluated. 

The literature is rife with examples of dehumanizing conditions in 
our institutions, and the time has come for us to do something. 

It is our hope that S. 2846 will be available to help not only the 
public facilities, but also the many smaller, private, nonprofit resi- 
dential centers and homes. Our association has recently granted status 
to these private residential facilities, and we plan definitive programs 
to help them attain standards of care for the retarded so they can 
bring the full force of tlieir particular skills and knowledge to the 
field. They are a positive influence that must be expanded and 
utilized. 

Manpower is crucial for the development and execution of programs 
of service. We arogratef ul for the many provisions for training profes- 
sionals oifered by our colleges and universities in recent years. 

I think the examples that we saw this morning, showing the multi- 
disciplinary teams in action, are vivid examples of what can be done 
with a wel 1 - 1 rained staff. 

The amendments to Part B of the Mental Retardation Facilities 
Construction Act indicate an emphasis on interdisciplinary training, 
and this should prepare the student to participate more meaningfully 
with his colleagues in the other disciplines as a member of the team. 

Too often, many of us see the students in tlieir separate islands, 
in the universities working by themselves, and with little opportunity 
to begin to communicate with their follow students in other disciplines. 
Small wonder, then, when they graduate and come out in the profes- 
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sional world, they do nothin too many cases, know haw to talk defini- 
tively with their professional colleagues. We think this is a good 
feature of the bill. 

Those with developmental disabilities require a great deal of exper- 
tise and knowledge to diagnose, serve, and train. No one profession has 
a comer on the market. Professionals and para-professionals must ail 
work together. 

Title II, section 122(b), authorizes a more equitable increase in ap- 
propriations from $7 million in fiscal year 1971 up to $20 million for 
the period ending fiscal year 1975. This should give stability to the 
programs and insure continuity of training. There is noted in recent 
years a marked decrease in the appropriations compared to what had 
originally been authorized. 

The. provision for .“administering and operating demonstration 
facilities and interdisciplinary training programs for personnel,” sec- 
ton 122(a), is a welcome and important facet of this bill. 

We still struggle with shortages in manpower training and recruit- 
ment. Hopefully we can make possible an invitation for more students 
to be attracted to the medical, dental, behavioral, social, and educa- 
tional sciences. 

The American Association on Metal Deficiency is pleased to sup- 
port this bill, and looks forward to its passage by the Congress. We 
believe it will put the total program for the developmental^ disabled 
on a sound foundation and enable the States to formulate both short- 
range and long-range plans. 

The greatest benefits will accrue to the handicapped, enabling them 
to lead fuller lives, to their parents and families,, and to the many 
professionals and para-professional workers in their respective areas 
of concern. 

Thank you very much, Senator, for this opportunity to come before 
this committee. 

Senator Kennedy. Thank you very much. Dr. Noone. 

You made a comment that the States have been extremely slow in 
developing standards. Could you elaborate on what is being done? 
Which States have done a good job ? What needs to be done in other 
States? 

Dr. Noo^rE. I think the States have developed parts of tlieir overall 
planning, but I don’t think that planning has involved the actual 
standards for facilities or programs. 

Perhaps the analogy might be for the residential programs. We 
have institutions dating back to 1847, but not until 19&4 did we have 
actual standards for the provision of care for the residents in the 
institution. 

By the same token, I don’t think we have standards in the States 
for the day care programs. 

1 think one of the gentlemen this morning indicated that a school 
would not take one of the children because the child was not dry. 
Apparently itisfeltthat children must bedry in order to attend school. 

I can appreciate the role of the. teacher who has to work with the 
particular disabilities, but also, with standards, with training, many 
of these children can use toilet facilities adequately, with proper 
standards, and then they can take full benefit of the educational op- 
portunities in the classroom. 
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As far as the day care programs are concerned, what kind of stand- 
ards do we have? flow many children can go in, what age, what kind 
of staff— we jost don ? t have them. It will take a tremendous amount 
of time. 

Senator Kennedy. Dr. Noone, you can tell us about the progress in 
various States in planning their programs to take advantage of the 
present legislation. 

Are you sufficiently convinced, from your study of what various 
States have done, that tliev will be able to develop a program to take 
advantage of the proposed legislation before us today? 

Dr. Noone. I believe so, Senator. 

The 50 States did have an opportunity to plan, through Federal 
funds which expired a year ago, so they do have at hand some plans. 
How adequate they are, I can not say, but I think the progressive 
States have made a big dent in recognizing their problems. 

It would seem tD me that under a mechanism as envisioned by S. 2846, 
this would give them added impetus to update and implement their 
planning. 

I think by and large they will be able to do it. I would like to think 
that our Association and our colleague associations would be in a 
position to be of great value to the States in this whole effort. 

Now, in terms of the standards that we mentioned, I think I was 
alluding earlier to the great amount of time that our Association 
devoted to the development of standards. 

A monograph came out in 1964 on residential standards. This was 
followed by an evaluation of State institutions based on these stand- 
ards. Now, the third leg of that triangle has been completed by the 
establishment of a Joint Commission on the Accreditation of Resi- 
dential Facilities under VCAII, in Chicago. 

But this took a long period of time, and we need similar standards 
for day programs. 

We could go through the same steps to provide the States and the 
local communities with standards to assist them in the promulgation of 
adequate programs. 

Senator Kennedy. What is your feeling about the.balance between 
basic research and research that is being done in terms of training and 
education? 

Dr. Noone. Quite frankly, not enough. 

Senator Kennedy. Not enough training programs? 

Dr. Noone. Yes. I think we have been enamored of the esoteric 
research which lias gone on in PIvU and in genetics. 

I don't deny the great efforts that my professional colleagues have 
made in this field. Certainly it has been most helpful in terms of pre- 
vention. But I think this alludes to the small percentage of those who 
are severely and profoundly retarded. 

If one looks at the great number of the moderately retarded and 
mildly retarded, we need to know more from research findings of how 
we can work with them. 

Talking to an associate recently, he said, “You know, we have all 
kinds of information on how kids react in school, but we have very 
little on assessment of the teachers and those who are providing the 
service.” Again, this is a bit of programmatic research that I think is 
quite necessary. 
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So in answer to your question, sir, I should sav that we should begin 
to provide a bit more emphasis on the social, educational, and behav- 
ioral types of research. 

Senator Kennedy. Tlmuk you very much. I appreciate your appear- 
ance here. 

Dr. Noonr. It lias been a pleasure. Thank you. 

Senator Kennedy. Our final witness in these hearings will be 
Leonard Gunser, who is Administrator of the Division of Mental 
IIygiene ? Department of Health and Social Services of the State of 
Wisconsin. 

lie is accompanied by Mr. Harry C. Schnibbe, Executive Director 
of the National Association of State and Mental Health Program 
Directors. 

Dr. Ganser is a native of Wisconsin. He served in the Public Health 
Service during World War II, He has spent almost his entire career 
in service to the State^ institutions of Wisconsin, which is nationally 
recognized as having some of the most progressive mental retardation 
programs in the country. 

Mr. Schnibbe is well known to us as a former administrative assist- 
ant to Senator John Carroll of Colorado. 

Welcome to both of you. 

STATEMENT OF LEONARD J, GANSER, M.D,, ADMINISTRATOR, 

DIVISION OF MENTAL HYGIENE, DEPARTMENT OP HEALTH AND 

SOCIAL SERVICES, STATE OF WISCONSIN; ACCOMPANIED BY 

HARRY C. SCHNIBBE, EXECUTIVE DIRECTOR, NATIONAL ASSOCI- 
ATION OF STATE MENTAL HEALTH PROGRAM DIRECTORS 

Dr, Ganskk. Thank yon, Senator Kennedy. 

I represent an association suppoitedby State mental health and men- 
tal retardation agencies. We have administrative responsibility for the 
majority of the mental retardation programs in the country. 

I think you are familiar with the purposes of this association, because 
members have testified before this committee frequently in the past, 

I did want to clarify for you our relationship with the association 
which Dr. Barnett represents. 

Dr, Barnett represents the Association of State Mental Retardation 
Coordinators, These are men who have been designated from a State 
agency as coordinators of mental retardation programs in a State, 
In the majority of the States these programs are in the mental health 
agency. 

For instance, the Wisconsin representative in Dr. Barnett/s associa- 
tion is a gentleman you know, Mr. Harvey Stevens, Mr, Stevens re- 
ceived the Kennedy Foundation Award for his work in mental 
retardation. He is the Director of the Bureau of Mental Retardation 
in my agency. 

Our testimony here is in summary form. I would like not to read 
it, but to make reference to some points in it, so that there would be an 
opportunity for questions. 

This, of course, is all in relationship to the proposed legislation that 
we are considering here. 
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The State mental health directors do support very strongly, and 
feel that we need, long-term Federal support of care and treatment 
programs, education and rehabilitation of the mentally retarded. 

In our testimony we refer to State programs, but this includes sup- 
port for local programs, especially involving the State agency as the 
coordinator of those programs. 

In the present system oi Federal matching, these programs arc frag- 
mented. They are difficult to deal with because of inflexibility. They 
have very specific purposes that may not fit in one State or another. 
They tend to be competitive, and they arc ill planner). 

So we are suggest ing that these programs be ju liked in favor of some- 
thing that is more manageable, something that can result in more 
effective care for the individuals who arc retarded, and more help to 
their families. 

In the F ederal agency and in the States there are not well organized 
programs for the mentally retarded. In part this is because we have 
not had proper stimulation from the Federal agency that we have had 
in some other areas. 

Items 5 and 6 in my prepared statement — item 5 is a list of Federal- 
State mental retardation services that you arc all familiar with. 

Item 0 is a listing of existing Federal programs that compete with 
each other at the State and local level. Again you arc familiar with all 
of them. 

We think that ns many of these programs as possible should be con- 
solidated into one program at the State level, so that the State can use 
these effectively in coordinating them and interdigitating them with 
the State’s significant investment in care of the mentally retarded. 

We also think it is a good idea to relate the functional problems 
originating in childhood that this legislation anticipates. 

I think the examples that Dr. Cooke showed here this morning were 
excellent examples of the need to relate these disabilities. 

I think these are examples that I or anyone else who has worked with 
the retarded would find very familiar. These are examples of young- 
sters that we have in many of our institutions. There is an unnatural 
distinction of these youngsters — mental retardation being the condition 
that qualifies or excludes them from some very necessary services. I 
think the developmental disabilities concept is one that makes it pos- 
sible to be sure that even the relatively rare kind of disability gets the 
full-scale kind of service that a person has a right to expect. 

We also, of course, are especially concerned about the continued care 
of the adult mentally retarded. 

Educational programs, and vocational rehabilitation programs, fre- 
quently are i • elated to the disabled who arc of school age. They are 
related to people who have vocational potential. 

There are many, many mentally retarded who arc in neither one of 
these groups, and this is a group of mentally retarded who cause their 
parents a great deal of concern. 

One of the most frequent requests that I get in the agency I operate 
is from parents who have a mentally retarded child who is not a 
vocational rehabilitation candidate, who is not of school age, and who 
can live with some degree of independence in the community. They 
are concerned about what is going to happen to him, when they die. 
This is a very serious problem for these people. 
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What we do need is the opportunity to develop a comprehensive pro- 
gram at the State level, and we think it would be most important to have 
a comprehensive program at the Federal level to provide for leadership 
in this effort. 

This means that we would have to combine the programs that we 
have talked about here into one kind of consolidated grant, and as many 
of them as possible. 

Obviously, some of them are not going to be combined into a single 
grant, because there are some very traditional separations, but all of 
those that are possible, we feel, should be put into one consolidated 
grant. We think it would be wise to cover all five categories of the 
clevelopmentally disabled that have been described. 

We think this should be a formula grant, that it should be one grant 
each year to each State, The purpose of it should be to provide on-going 
Federal assistance for construction, operation, maintenance, staffing, 
training, transportation, research, planning for residential, day care, 
out-patient, and the full range of services that arc required. 

The next item might be somewhat controversial, but we feci rather 
strongly that there needs to be permanent support. The State legisla- 
tures and the State agencies find it very difficult to develop sound 
programs when the Federal support is on a project basis. They find it 
very difficult to devlop sound, ongoing programs without stable support 
to look forward to over a period of time. 

The question of how much that support should be in terms of per- 
centages — there are a lot of different opinions about that, but it has 
to be a significant amount. 

With this kind of consolidated grant, each State could then be re- 
quired to have a comprehensive State plan. 

We have planning projects, and we have developed some compre- 
hensive plans, but again they were one-shot kinds of affairs. 

I think the mechanism that is offered here would provide for con- 
sistent planning, for continued review of the State plan and a plan 
that would encompass recipients other than those involved in construc- 
tion grants. 

Each State should be given the right to determine within limits the 
allocations of (lie Federal grant according to its own priorities. 

Giving the States the power to review and comment is less than 
nothing, as far as most of the granting programs are concerned. As a 
matter of fact, the power to review and comment, as the local com- 
munity individual might see it, may even weaken their respect for the 
State agency that has the major responsibility for mental retardation. 

In my State, for instance, the State expenditures in mental retarda- 
tion are between $50 and $G0 million a year. In order to be sure there 
is close and proper coordination between those expenditures and the 
dollars coming from Federal programs, it is clear that the State agency 
needs to have a considerable force in this kind of consolidated grant. 

Senator Kennedy. Did you say that State expenditures for mental 
retardation in Wisconsin are $50 to$60million ? 

Dr. GrANSEit. $50 to $60 million of money expended. 

Senator Kennedy. On mental retardation ? 

Dr. Ganser. Yes. 

Senator Kennedy. Then, you must probably go far beyond match- 
ing the total Federal funds available to the State for mental retarda- 
tion programs. 






Dr. Ganseu. I think this is a case you will find in many States, be- 
cause we have very expensive institutional operations. 

Senator Kennedy. Will you give us your judgment on the level of 
funds recommended in this bill ? Do you think they are excessive? 

Dr, Ganser. I think the funds will have to be sufficient to have a 
significant impact. Perhaps I can indicate what I mean with another 
example from Wisconsin. 

Wo now have a construction grant that has been approved which 
will take our allocation of Federal construction money for the next 3 
years. One program. It is in Milwaukee. It is a relatively large program, 
even though the 3 years’ allocation of money is not great in terms of 
construction of facilities. It does not provide for bedspace. It consists 
entirely of sheltered workshop programs. 

Therefore, in the State of Wisconsin the construction aspects of the 
present law will have no additional impact for 3 full years. By that 
time, community programs that are now interested will have lost the 
impetus to apply for funds. 

Another example : We have five staffing grants approved this year. 
All were funded at somewhere around the 50-percent level. 

These are all local programs. None of the construction or staffing in 
our State goes into the State-operated programs — only local programs. 

Those five operations had to curtail by 50 percent the programs they 
had in mind when they made the application. 

I hope these examples illustrate that there has to be sufficient fund- 
ing to have an impact, to have a noticeable e fleet on the speed with 
which community resources dcvcl op. 

The $100 million figure in my prepared testimony is as good as I 
could come up with. I think that would have a significant impact. 
Whatever figure that is decided on must be in that area. 

State investments in mental retardation programs are very large — 
a billion dollars or more each year in all of the 50 States. Because some 
of our program is tied up in expensive care for the most severely handi- 
capped, wo need this Federal money to provide the cutting edge to get 
community programs going. 

I want to make one additional comment about the matter of the 
public agencies in terms of receiving these funds. I think this is im- 
portant, but I also think it is especailly important for the private 
nonprofit agencies to receive these funds. 

Again, if I can use Wisconsin as an example, we have a day cam MR 
program which the State funds 40 percent. Since 1963, when that 
legislation took effect, wo have developed 85 day care MR resources in 
the communities that now use almost $4 million of State money, even 
at this 40 percent. A good share of the GO percent of local money is 
private nonprofit money, especially coming from parent groups and 
so on. 

They have done a tremendous job of extending these services so that 
at this point we serve between 3,000 and 4,000 people in day programs. 
Many of these would be in institutions under other circumstances. 

Senator Kennedy, I ought to know, but iiow many day care centers 
do we have in Massachusetts? Do you know, by any chance ? 

Dr. Ganser. It seems to me 1 heard Dr. Greenblatt say last week 
something like 30. 
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I believe they are developing now. The States should be required 
to provide matching funds. Eligibility of programs: We feel that 
while it is good to have Federal money go into new programs, there 
are man j* inadequate old programs. There are many old programs that 
need beefing up. We have examples, of course, right now. 

The hospital improvement projects and the hospital inservice train- 
ing projects are efforts to beef up old programs. I think around the 
country there has been great success in providing additional resources 
in the existing institutions for the mentally retarded. 

Regarding the intended Federal Council membership: We tend to 
agree with the previous testimony. We would feel that the relationship 
between this Federal Council and the President's Committee would 
certainly have to be clarified. 

In summary, we would urge yon to institute a Federal matching 
grant system to serve the developmentally disabled. 

We feel that the money in this grant system should be enough to have 
a significant impact. 

The program should have at least $100 million for the first year. 

One hundred million dollars is an amount equivalent to what we 
would consider to be proper funding of the existing mental retarda- 
tion facilities construction and staffing programs, and the MR hospital 
improvement and inservice training grants. 

The Federal Government should place in the hands of the State 
full power to determine the allocation of the Federal grant after 
priorities are established, and after a comprehensive State plan is 
developed for services for the developmentally disabled. This State 
plan will be reviewed by the Federal agency and by the Federal 
Council. 

In my opinion, as an executive of a State agency, it is difficult enough 
to administer a program at a State level covering a State. Wisconsin 
is not one of the largest States. We have about four ami a half million 
population, and a moderate amount of land, but even at that is it diffi- 
cult to administer a program covering a State of our size. 

I believe that it is impossible to effectively administer a program 
from the Federal agency level that is meant to get down to the care 
of individuals in a local community. 

We have day-care programs that in small rural communities serve 10 
people. This kind of resource cannot deal effectively with the Federal 
Government. 

This program should have no time limit. It should be a program 
of* permanent Federal matching support, so that we can establish 
permanent programs and plan for the future. 

It should be built on formula grants. The project grant idea does 
not appear to ns to be eqnitable. 

Efforts must be made to get these kinds of program resources to the 
deprived areas, whether they be rural or urban. It is clear that these 
areas have the least resources to develop project applications. 

We endorse the concepts of the partnership in health, getting various 
grants to the developmentally disabled in one formula grant, and 
returning the responsibility where it belongs, to the State government. 

We think most of these considerations are included in S. 2840. We 
therefore think that this would be an excellent medium to get most of 
these considerations into operation. 

38-101 0—70 IS 



r C * * * - 



268 

I will not comment on the university affiliated facilities, because 
there already has been very eloquent testimony on this matter, except 
to say that we need to work very hard to have the capacity to extend 
the results from these facilities out into the operational area. 

Again, being an administrator, I think I can say that one of our 
greatest handicaps is not being able to implement the things we already 
know. We are way ahead of what it is possible to implement, 

I can say that veiy easily, because 1 am to blame, and most agency 
administrators realize that with better administrative structure, with 
better resources, they can do a much better job of getting services down 
to the level of the individual who needs care, which is where .the 
services belong. 

I shall be very glad to answer any questions you may have, Senator. 

Senator Kennedy. Mr. Schnibbe, would you like to make a 
comment? 

Mr. Schnibbe. Not at this time, thank yon, Senator. 

Senator Kennedy. Dr. Ganser, I would like to ask whether there 
should be a continuing obligation for the Federal Government to sup- 
port ongoing programs for the retarded? 

What I am thinking of is, should the Federal Government give 
permanent support to these various centers and facil ities ? 

Dr. Ganser, I think the Federal Government already supports serv- 
ices to the mentally retarded on a continuing or permanent basis in 
several different ways, through educational funds, through welfare 
funds, through aid to the disabled, medical assistance funds, and so 
on, so I think the Federal Government is already providing ongoing, 
continuous support to the mentally retarded in several ways. 

Now, these Federal funds assure the mentally retarded jxwson of 
his right for these services, and arc extremely important, but there is 
no ongoing Federal support for some of the unique and unusual pro- 
grams that mentally retarded need outside of these areas. T think there 
should be ongoing or permanent Federal support for those programs, 
too. 

Senator Kennedy. If we are just leaving the States to develop 
their programs themselves, how can we really be assured that high 
quality programs will be developed in all States? 

Dr. Ganser. The quality of programs in States right now is very 
spotty. I think that any Federal program would have to take States 
from where they are now, but I believe that through expectations of 
planning and improvement, the Federal Government and the Con- 
gress could be assured that the money was being used appropriately. 

I think that it is important to strengthen the State agency, rather 
than to complain about the inadequacy of the State agency. We all 
have inadequacy. We fell very strongly that the best way for the 
Federal Government to be sure the State agency is doing a good 
job is to insist that they provide adequate plans, to provide them with 
resources to strengthen the State agency to get the people who are 
competent to carry out those plans. 

I don’t think this approach would be difficult to monitor. I think 
it can be monitored from the plan and the planned implementation 
point of view. 

Senator Kennedy. I understand that the record of the various 
State agencies that have reviewed and commented on grants in the 
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mental health and mental retardation field is somewhat uneven. Do 
you have any comment on that? 

Dr. Ganser. I don ? t think I am very well able to comment on 
other States, but I would guess you are correct. It is spotty, because 
of the equivocal nature of the States authorization, especially in the 
staffing grants. 

There is a marked difference from the construction grants, where 
the State agency lias a clear responsibility to approve before a grant 
is processed by the Federal agency. 

In the staffing grants, the authority and responsibility of the State 
agency is equivocal and as a result they have very different methods 
or handling this, and in some cases, as a result of the kind of expe- 
rience Dr. Barnett mentioned here, they see little point to spending 
a lot of time in reviewing them. 

Senator Kennedy. We have talked about where the most serious 
problems of mental retardation exist, whether they exist in the urban 
areas and the poverty areas, or in some other areas. You were here this 
morning when we had splendid testimony that enlightened us on this 
matter. On the basis of your experience in one of the most effective 
State programs, can you tell us where the need is greatest? 

Dr. Gansek. I would agree with what I think was said earlier, 
and that its that the problem of what might be called the basic men- 
tally retarded, with some organic components to it, is fairly standard 
throughout almost any community and any cost level. 

The sociocultural kind of mental retardation is most likely to be 
present in those communities, those families, those areas of living 
where there is little stimulation of the youngster. 

Again, I think one sees a great deal of this in compacted city areas, 
but m Wisconsin we also see a great deal of it in rural areas ? where 
we have rural poor, rural uneducated, who are unable to stimulate 
their families properly, and we have many experiences with this 
kind of youngster coming into a hospital, being there a couple of 
months, being fully evaluated, and going out into a family care 
home, and within a relatively short period of time showing an in- 
crease in IQ and indicating basically a normal intelligence, if we 
get them early enough. 

We would feel that in our State the department of public instruc- 
tion is providing the major kind of resource for these socioculturally 
deprived youngsters, because they tend to me mildly retarded, and 
they tend to be able to make use of that kind of service, the special 
class kind of service. 

The severely retarded, of course, are the ones that are apt to be 
left without any help. 

Senator Kennedy. I want to thank you very much. It is very 
helpful to have your comments. 

I express again my appreciation for your patience with us here. 

Mr. Schnibbe. I appreciate your presence here as well. 

(The prepared statement of Dr. Ganser follows:) 

Prepared Statement of Leonard Ganser, M.D., Representing National 
Association of State Mental Health Program Directors 

Accompanied bp: Harry C. Schnibbe, Executive Director, National Association 
of State Mental Health Program Directors, Washington, D.C. 
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lie presenting: 

Directors of the 54 state and territorial mental health programs. 

In every U.S. jurisdiction except one (Colorado) the director of the state 
mental health agency administers programs for care and treatment which 
include mentally retarded persons, 

104,641 mentally retarded persons annually are eared for in 147 mental 
hospitals and other residential treatment facilities administered by the 
state mental health agencies. In addition, our members administer or 
partially fund hundreds of day care, training and diagnostic programs 
in local communities. 

In 31 states and territories the state mental health director is exclusively 
responsible for administration of the residential programs for mentally 
retarded children and adults who are under state care. (In 21 other 
states responsibility is shared with another state authority, with the 
mental health agency, in some instances, acquiring full responsibility for 
the adult retarded.) 

******* 



POSITION ON ISSUE HE FORE THE U.S, SENATE 

1. The state mental health directors support the concept of long-term federal 
support of state care, treatment, education and rehabilitation of the mentally 
retarded, 

2. However — the present system of federal matching support of state and 
local MR programs is — 

fragmented ; 
inflexible ; 
competitive ; 
ill-planned; and 
unrealistic. 

3. We therefore recommend that it he junked in favor of a sensible new 
system. 

4. The present “.system” of care for the mentally retarded is not a “system” 
at all — at either the federal level or the state-local level. 

It is a mish-mash of competing schemes, dollars and services. 

5. Here are some of the federal-state MR services fighting each other for 
federal attention and a relatively insignificant n umber of federal dollars: 

(1) residential facilities (construction) 

(2) residential facilities (operatino) 

(3) non-residential facilities (construct ion) 

(4) non-residential facilities (operathw) 

(5) training and/or education of the mentally handicapped 

(6) education of teachers and care personnel serving the mentally 
handicapped 

(7) rehabilitation programs 

(8) categorical aid welfare programs 

(9) medical care programs 

(10) protective payment programs 

(11) planning 

(12) diagnostic services 

(13) research 

(14) demonstration projects 

0, Here are some of the existing federal programs that compete with each 
other at the state and local level for priority position to grab the presently 
meager sum of federal grant dollars : 

( 1 ) MR hospita 1 improvement program 

(2) MR hospital in-service-training 

(3) MR community facilities construction 

(4) MR community facilities staffing, operation and maintenance 

(5) University-affiliated demonstration programs; construction and oper- 
ation 

(6) Research centers on mental disability 

(7) Education of teachers of the mentally disabled 

(8) Training of the mentally disabled 

7. As many of these programs as possible should be consolidated at the state 
level. 
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8. Furthermore persons with related functional problems originat- 

ing in childhood should have equal access to the established federal-state-local 
programs : 

(1) mental retardation 

(2) cerebral palsy 

(3) epilepsy 

(4) congenital malformations 

(5) sensory disorders 

0. These programs should be available not only to developmentally disabled 
children, hut also (often neglected) adults. 

10. We need at both state and federal levels a comprehensive program for 
care, treatment, education and rehabilitation of the developmentally disabled. 

This means the Congress this year, instead of the usual jerry-built, patch- 
work-quilt of scattered services, should give the states OAT ( consolidated 
grant. It should he a substantial sum of money and it should have these 
features: 

Coverage: All five categories of developmentally disabled described above. 

Type: “FORMULA" grant ; one grant each year to each state. 

Purpose: To provide federal assistance, for construction, operation, main- 
tenance, staffing, training, transportation, research, planning, etc,, of resi- 
dential, day care, outpatient and other programs for the developmentally 
disabled. 

Duration: permanent. 

Planning and Regulation: each state should be required to have a com - 
prehensive state plan , providing for a wide range of services; federal 
government should have one overall advisory council to review and oversee 
the general effectiveness of the program (this would provide some control 
over existing federal review councils that, really have little expertise in 
the problems of the developmentally disabled ) . 

State right: each state must he given the right to determine the allocation 
of the federal grant according to its own PRIORITIES , Giving the states 
simply the power to '‘review and comment” is less than nothing, I can 
say here and now the states will reject such a system as already proven to 
be ineffective. 

Recipients: some of the grant money must pass through to local level; 
recipients could be state or local public agencies, and private non-profit agen- 
cies — those agencies with the most effective and diversified, fusibilities. 

j!fafc/{bi0 condition: state would be required to participate with federal 
government in funding the operation, staffing, maintenance of approved 
programs. 

Eligibility: state should be allowed to use the federal money not only for 
new or planned programs, hut also for established old programs and 
facilities. 

Federal Council Membership: the federal council should have at lenst 
four members representing state mental retardation programs; also at lenst 
four members representing consumers of service. 

11, Summary: 

The state directors of mental health progranus urge the Congress to 
institute a federal matching grant system to serve the developmentally 
disabled. 

The money in this grant system should be AT LEAST $100 million for 
the first year (which will be equivalent to proper funding of existing con- 
struction, staffing, research and training programs now administered by 
the Division of Mental Retardation in S.R.S, ). 

Tlie federal government (in the spirit of PL 90-611 the Intergovern- 

mental Cooperation. Act of 1968) should place in the hands of the states 
full power to determine the allocation of the federal grant, after priorities 
are established in a “COMPREHENSIVE STATE PDAN FOR SERVICES 
FOR THE DEVELOPMENTALLY DISABLED”. (The state plans would 
he reviewed by a newly established Federal Council.) 

The program should have no time-limit on it. It should be a program of 
permanent federal matching support. 

The program should be built on “ formula grants ” to the states. The 
so-called “project grants” have been discredited as inequitable. 

As in the “Partnership for Health” (PL 89-749) program, it is time to 
consolidate the various grants to tlie developmentally disabled into one 
“formula” grant and return responsibility for planning, priority setting 
and allocation to where it belongs — the State governments. 
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Senator Kennedy. This concludes our hearings. Extremely valu- 
able testimony and information has been received during the course 
of the hearings, and I think all of us benefited from the comments 
that have been made. 

I hope that we can put some of these comments to work in improving 
the bill, and I know that we will probably call on all of you again in 
the coming months. 

I want to thank each of you for your attendance here. 

At the conclusion of the hearings, I ask that the following docu- 
ments be printed in the record : ( 1 ) MR 68, the second report of the 
President’s Committee on Mental Retardation ; (2) MR 69, the com- 
mittee’s third report; (3) a publication by the Department of HEW 
on the mental retardation construction program; (4) selected laws re- 
lating to mental retardation, and (5) prepared statements and other 
information pertinent to the hearing that may be submitted before the 
record is closed. I also ask that the administration bill, when it is in- 
troduced, be printed in the record. 
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Highlights of the Second Report of 
The Presidents Committee on Merited Retardation 



THE REPORT: 

Documents significant changes in the 
field of mental retardation 

Describes a long-range trend toward 
including mental retardation services 
in programs for all handicapped per- 
sons 



• Make grants to develop statewide 
volunteer service programs 

• Develop in-service training and edu- 
cation programs for employee im 
provement and advancement 



Makes recommendations in three major 
need areas— residential care for the re- 
tarded, manpower for mental retarda- 
tion programs and mental retardation 
in poverty neighborhoods. 

AMONG THE 
RECOMMENDATIONS: 

Res/ den rial Care (page 11) 

• Improve standards and develop a na- 
tional system of accreditation 

• Expand the Hospital Improvement 
Program 

• Establish a program to relocate and 

rebuild obsolete facilities / > - 

• Develop an insurance system to give 
parents a free choice in selecting resi- 
dential services 

• Bring mental health authorities into 
more active participation in develop- / 
ing programs for the retarded who 
arc emotionally disturbed . 

Manpower (page-' 15 ). - 

• Increase grants and awards to attract 
top professionals into the mental re- 
tardation field 

• Develop grants for the training of 
desperately needed supportive per- 
son nnel 



Deprivation (page 19) 

• Make health and education services 
available to every child from birth 
as his right 

• Enact the proposed 1968 maternal 
and child health legislation 

• Develop community and neighbor- 

hood health and education centers to 
give preventive health care and 
screening, early education and day 
care. ■' ' • * ‘ \ ‘ ’ 

• Develop fixed facility* and mobile 

\ health, education and social service 

programs for rural areas 

• Expand career planning in supportive 
health, education and social services 
in low income areas 

• Form a service group to teach and 

• demonstrate home and health skills 

• in low income neighborhoods 

• Urge youth organizations to under-: 

. 'take large-scale membership and vol- 

untary service. program development 
in poverty areas . 

• Extend voluntary family planning 
.services to ail Americans. 

• Include the needs of the retarded ' 
in model cities planning 

• Intensify research into the causes of 
mental retardation associated with 
social and cultural deprivation. 
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THE PRESIDENTS COMMITTEE ON MENTAL RETARDATION 




C 



We cannot rest as long as there is one child 
who becomes retarded through our neglect, 
one inJiiidual who lacks the care he needs 
because of our indifference, 
one / terson who fails to reach his potential 
. . .no matter how limited , 

— Lynhon B. Johnson 
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P rcilJtnt 3 Committee on W«lJ tilarJalton 
' • "Wailing, r*' ^ 



Dear Mr. President: .. . : ; -v ."'.V .X. . .. 

chairmanship of the Committee t-nn 5 have assumed > the 

development of the report and the fc ° partici P a te ' in the 

urge .fullest .considwKtan fofW S3 ?" VL nevertheless 
°f >11 .concerned the part 

, in r thl 10 8 priority y need '^eas^ldtenti?!^ 3 ■ ?°" ti " ue<1 its, studies 

Work has focused on three of those areas -"residential^ 1501 ^’ 
manpower needs and mental refciXfi^i f residential care, 

Reports and recommendations in those ^ P ° Verty neighborhoods, 
an assessment of^rends that^are^workin^basic^ha t °^ e ^'° r With 
retardation programs, make up this rep^t 93 ln mental 

1 I n d tL i ^ a fie^ e a r nd 0 l f ea t Sers C orma t0 °' ^ . P «side„t,; are eminent 
help the Nation chart its X pf ogress * fortthe^common good?" "" 

iS^r 1 and 

informed, continuina intern^ Tr, J!u Q UnSt f ? tingly given. Your, 

.. Respectfully ! yours ,'vV ‘ . 



Chairman 



The President ■ 
The White House 
Washington, D. C. 




The Edge of Change 



J.HE enduring change that brings new directions and meanings into life 
comes on like a new day: not all at once, but in a growing definition of 
shapes, a stirring as men awake, and finally a growing fullness of light and 
movement. 

Thus has basic und meaningful change been coming into the lives of the 
nation's millions of mentally retarded in this decade. 

There is a long way to go and much to do before the new day for the 
retarded is full. Hut the dawn is now far enough advanced to distinguish 
much that is new and many of the directions that progress must take. 

Three developments arc bringing on the new day for the retarded; 

• POPULAR AND PROFESSIONAL ACCEPTANCE of the mentally 
retarded as human beings who can grow and learn to make the most of their 
abilities. 



• AGF.NCIES' REAPPRAISAL of their missions and methods in light of 
new and different human needs to be served. This reevaluation, often pain- 
ful. is bringing new patterns of social action and citizen participation in 
community affairs. 



• RECOGNITION OF MENTAL RETARDATION PROGRAM DE- 
VELOPMENT AS AN INESCAPABLE PART OF THE RESPONSE TO 



CRITICAL NATIONAL ISSUES such as poverty and deprivation, city 
planning and renewal, manpower training and use, education policy, popu- 
lation study and human resources planning. 



Ushering in the new shape of life for the retarded are hundreds of pro- 
grams and projects. Federal government programs grounded in landmark 
legislation enacted by Congress during your administration. President John- 
son. have brought major program advances in a field of human need 
seriously neglected before. Tin’s federal action — * such as construction of 
university-affiliated training facilities, mental retardation research centers 
and community mental retardation service facilities — * has spurred import- 
ant beginnings nationwide in meeting the evident needs of the mentally 
retarded. 

K As a result, social action, career and research possibilities never before 
available have Opened up. 

And mental retardation has been brought into the mainstream of citizen 
concern as a national problem that every American can help meet in his 
own community. 
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Real change announces itself In new ways of tackling problems and 
needs at the grass-roots level. There .ire nnw- hundreds of such new- look 
activities tlirouplmnt the cmuitiv. The following pages present a sampling. 



Diagnosis, Stud)) Treatment: A Problem of AiuihHIity 

Interest and expertise in mental fctjidat ion arc still scarce in health, 
education, vkuI work, psychology ami other professions. Asa result, com- 
potent, helpful guidance for retarded drildtcn and their families continues 
to he a desperate need. 

Progress is coming ns specialists recognize that mental retardation is a 
many-sided problem arid that its “cine" comes only in the fullest possible 
development of individuals' particular abilities. Prevention demands massive 
public education and public involvement as well as top professional work. 
These needs arc now producing such innovative programs as: 




• DIAGNOSTIC. STl IDV AND TRIiATM F.NT CENTERS. These bring 
together teams born many holds. The US. Children's llutcau has taken the 
lead in starting a national network of such centers. Some slates arc now 
building their own. The aim of these centers is to put comprehensive diag- 
nostic and study centers within read) of every family. 



• REGIONAL SERVICE PROGRAMS. Here the aim is to make care, 
education, training and other service programs for the retail! cd conveniently 
available to every family. A few slates now have n network of such centers, 

• COMMUNITY CENTERS. These are on the front line of community 
health and social services. Sonic serve only the retarded, but increasing num- 
hers work with all handicapped conditions. Their sponsorship and patterns 
of operation differ. Some arc unJcHWMOof cooperatives of community 
public and private agencies. Others coordinate the efforts of groups of 
agencies. 

• SPECIAL MEDICAL AND ALLIED PROGRAMS. Of many kinds, 
these seek to meet specific needs that —usually — have been overlooked be- 
fore. Examples: 



■ A southwestern city’s mouth care training and dental treatment program 
for every retarded diild in its area. 

■ Mobile unit diagnostic programs in some rural areas. 

■ Trained home health aides to relieve mothers of severely retarded chil- 
dren of their constant tare. 

■ Homemaker services fur families with a retarded infant. 

• PUBLIC INFORMATION PROGRAMS. The great number and variety 
of these highlights the widespread public interest generated by the problem 
of retardation. 

The 3 year public service campaign on nicnral retardation coordinated by 
the Advertising Council brought over $30 million in contributed space and 
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time from newspapers, magazines, radio and television stations and display 
advertisers. 

State And community campaigns to spur public awareness of retardation 
and its causes have been conducted in nearly every state by sucii groups as 
the U.S. Jjycccs, Civitan International, United Commercial Travelers, wom- 
en’s club federations, service fraternities and sororities. These activities have 
often been tied to measles vaccination campaigns, better nutrition drives ami 
other mental retardation efforts. 



Residential Care; A Road to Main Street 

Everybody's picture of the “bad old days'* in mental retardation is the 
large warehouse giving custodial care to the forgotten retarded. That pic- 
ture, tragically and disgracefully, is still true about many of the nation’s 
public and private institutions for the retarded (u c ipewt report beginning 
on page t i ) . 

At the same lime, however, dedicated staffs, imaginative state leaders and 
federal encouragement for innovation are spurring the development of insti- 
tutional programs of startling freshness and vision. 

• COMMUNITY GROUP LIVING PROGRAMS. These are making it 
possible in some states ro mine significant numbers of people out of institu- 
tions anJ into community living. Making the move are two kinds of institu- 
tion residents-! rained workers waiting on jobs in the community and 
semi-independent persons able with minimum supervision to live in the 
community. This trend has brought major growth in community foster care 
programs for the retarded. 

• BEHAVIOR MODIFICATION, Improvement in the hyperactive, some- 
times self- destructive behavior often found in the severely retarded has 
made learning and social growth possible for the fust time for many re- 
tarded persons. These capabilities in the severely retarded were undreamed 
of even by most experts until recently. 



• "SPECIAL PKOPLIT PROGRAMS. These bring the care, compassion 
and hope of concerned citi/ens into the lives of individual retarded persons. 
They arc vitally important, effective programs t liar operate on small budgets, 

The Poster Grandparents Program gives this service opportunity to Ibe 
elderly. High school and college students take part through the Student 
Work Experience and Training (SWEAT) Program. (Unfortunately, both 
these programs have been curtailed by budget cuts this year.) 

Some institutions give service and training opportunities to VISTA vol- 
unteers. At least one institution has foinird a Neigbbotbood Youth Corps 
unit of retarded residents. , 

Nearly every institution in (lie country has a group of community volun- 
teers. These groups increasingly include htgli school and college students. 

• INNOVATIVE R PS PONSE-TO- N RED PROGRAMS. These arc of 
many kinds, for example: Residence ward nurses in a midwest institution 
learned speech and physical therapy techniques in order In supply steady 
reinforcement to therapists' work during residents' on- Ward hours. ... A 
southern institution fitted a bus as a mobile classroom so that field trip expe- 
riences could be discussed on the spot before returning. ... A west coast insti- 
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Although there was a 35.6*6 increase in number of employees 1V<- 
Oy'.«o du'ing the period shown, the statf. to resident ratio changed very v'Xv&vvi 
rvJY'i*? little. There was still in 1957 1 need for 50V rr.ore staff to meet 
the minimum ratios established by The American Association on 
Mental Deficiency. N/'fvvV.' 

Staff -to resident rat ; o. 1963. was h 2 ',5; and sUIttn resident 
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INCREASE IN OPERATING COSTS 6?,S( 

IN PUBLIC INSTITUTIONS TOR ‘ ~ 

*' Ti " -■ THE MENTALLY RETARDED 1963-67 



Approximately 50% have fess than 1000 population,- approxi- 
mately 30% have more than 2000 populalion Most institutions 
established since 1960 have less than 1000 pcpuUticn Of the 
present 165 institutions, 33% have been constructed in the past 
ten years.* 
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who I i.i vc language Jithculi icm. Aim is to overcome retardation caused by* 
social deprivation. ... Several urban school systems have driver education 
programs tor the educahle mentally retarded. . . . Anotlvet midwest system 
provides .1 "continuum of «.are“ curriculum rli.u begins m the pre-school 
years and continues trim adulthood for both educ.ible and trainable men- 
tally retarded. 

• DAY CARR TRF.NDS ARE TOWARD MOP E PROFESSIONAL PRO- 
GRAMS, away from babysitting ami “just play." Among developments: 

■ One western Mate has developed an accreditation program to upgrade 
the o no pel cnee of day care center admimstiatois. starts and aides. Thice 
universities conpcutc by offering classes. 

■ Pc i bl ii hfjltli nurses in a southeiri state pise school health serenes m day 
care centers fur the retarded. 

■ The oftic'.- of mental rc-tardaiion in an eastern state aids voluntary organ 
i/aticms* i. mer city Jay care acneities to help counter functional retardation. 
. . . An institution in the same state olfc-rs summertime enrichme nt programs 
for the chddicu of migrant workers. 

• SPECIAL 1.1)1 'CATION INSIRICIIONAL MAT I KIAIS CENTERS 
Established by the P.S. Ollice of E'dinatiun in cooperation with universities, 
these . entets spur a llow of mtcum.vtum and gutcEmic to special education 
teachers of the retarded and utlit-r liamln upped I'ourtc-en centers are iri 
operation. 



VocMimu! Tr.iiiiino, limployniiut: 

People jits! Job Fitful Fofithr 

Vocational training and employment of ilie . etarded have- proved out 
in dollars and cents as cveli as in the intangibles of pride and dignity. 

Lifetime incomes of vocational rehabilitation trainees, according to a 
Department of Health. Education, arid Welfare study, average 16 rimes the 
cost ul the training. 

The nearly \<KH) mentally icturdc-J workers in 10 federal government 
agencies receive a higher percentage of outstanding peiformJitcc ratings 
than any other government workers. 

A national food service company dial has employed retarded workers 
for more than S yeais found in a comparative performance study that 
retarded workers stay in durii jobs over twice js long, do their jobs well 
three times as often, and get along with co -workers far better than non- 
retarded workers do. 

Every achievement, how ever, reveals new needs to he met, new htuirons 
to he ex pin ted. Among new- look programs are: 

• JOH SIMPLIFICATION AND REDESIGN, These arc now making it 
possible to train retaided workers as data processors, electronic component 
assemblers, hank ctciks ami oifsc-t pi ess operators. 

• INTENSIVE JOR PREPARATION AND PLACEMENT PROGRAMS. 
One midwest state’s program joins live agencies in tin 8- to h-rnontli prepara- 
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tion <>! longtime institution residents as noise's aide*. housekeepers and 
food service workers, finds homes foi them in conininiiilies' and places them 
in jobs. 

• $m:\Al UI’SIDI N’f lAI. JKAININT. PROC.KAiMS. These pioi;i. mis 
offer Monday thrnneh icsMutli.il t enter traiiiiny opportunities In 

ict. ink'll persons who cannot conveniently take truininu on .1 day basis 



Planning, Programming, Manpower Dcnlopnnnt: 

What ALikts the Action Co Forward 

Until rmntly. the design ami ailnrinistr.ition of prop aim for the men 
tally retarded was largely confined to programs in residential institution;. 

Hie emergence of cuminnnity-hascd services clurim: the past decade has 
radically altered old patterns. Today, the planning and adininistratinii of 
up-to-date programs for the retarded is a highly complex activity that readies 
into every area nf community endeavor. It joins many kinds of resources tn 
firing I letter service to rite retarded and is Ineldy innovative. 

Amonp examples ol new look program desiyn, administration and 
resource dc-velopinent activities m the retardation held are: 

• A midwest state's hiftMgvut i i./rr iuffunuttuu n-r//tc. tied into state 
university computer center. 
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• A t nope ratin' planning t nui prograninung prafict for a spurstly staled 
area cif thousands of square miles, being carried out by four western states. 
Comimmicj turns heart of the program is a nctwmk of intensively trained 
citizens whose strategic locatinm make them logical referral and feedback 
resources. 

• A tcnrral state s interagency ictard.ition planning group has developed 
and begun imp I ern entity: detailed i eft its planning models for work with the 
soeio-ctounmicaily disadvantaged teen aged Ctrl, (lie pregnant unman in a 
poverry arej arid the pre-school child in deprived areas. 

• Tile National Association for Keiarded Children established during the 
past year the fust national organization of youth united tes serve the retarded. 
State units are being organised rapidly. 

• A midwest city's association fur retarded children and anti-poverty pro- 
gram jointly planned and dado pal a center for t\\ ndhapped children in 
fnu' ithntit c tnigld>/,rfuu)d\. 

• Worhshofn, training intfi/tttes, information ext hangs and other in- serine 
dendopunittal aitiritres are becoming widespread, Growing numbers of pro- 
grams use dosed circuit television for staff training as well as case study. . . . 
A southern regionwide program spurs training and experience exchange 
among retardation specialists and institution staffs. ... An eastern state insti- 
tution offers a course to rpialify attendants for high school equivalency cer- 
tificates nidi icsultaiit job advancement and increased pay. 

• Aiming for one-to-one staff -patient ratios tu programs for the retarded 
and other handicapped, an eastern state train t supportin' u‘ or hers to assist 
specialists, thereby freeing the specialists to concentrate on the major con- 
cerns their training has qualified them to handle. 



What tlx New* Look Program Mean 

Citizen avium to focus arrention mi a specific health or social problem 
hits been a potent force behind dramatic advances in American health, cdu- 
cation and social services. 

Such action has led in tsso generations* span to almost total conquest in 
the United States of tuberculosis, polio, diphtheria and measles. It has 
spurred wide popular participation and technical progress in overcoming 
mental retardation, rnenr.il illness, .\y.irt and circulatuiy disorders, crippling 
neurological conditions and canter. It is now awakening the nation to the 
profound intcrrelatit inships of nun and his environment. 

Almost everything we have been learning in this explosive century, how- 
ever, has shown us that no pmhlnn exists in a vacuum. 

Solutions to Pioblcrm A and 11 may he found in a study of apparently 
unrelated Problem C. 

Effective diagnosis, study and treatment of any condition now requires 
the cooperative knowledge ;»*i,l skills nf many people from many fields. 

At the same time, our communities' health, education and social needs— 
particularly in low income atcas — have become so great, and the resources 
to meet them so inadequate in their present applications, that fundamental 
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revision in the delivery of community services has become a critical necessity. 

Leaders in the field of mental retardation must face up to this challenge. 
The campaign to prevent mental retardation and help the mentally retarded 
utilize their abilities fully is entering a new phase. 

Because resources of money and people are short and because human 
needs arc so deeply interrelated, people and organizations interested in spe- 
cific handicapping conditions will need to work mother increasingly. 

The development of all* inclusive approaches to handicapping conditions 
will promote more effective sendees for retarded individuals than can he 
found rn most communities today. 

Such approaches would cud the tragic limbo into which the emotionally 
disturbed retarded have so often fallen. 

They would cud the frequent neglect of individuals having unusual 
retard anon-allied conditions such as autism. 

Comprehensive approaches would particularly make it |>ossiblc to tackle 
the awesootc amount of mental retardation that has social and environmental 
causes. This retardation is frequently neglect ed in today's largely biomedi- 
colly nriented research and treat nun t programs. 

The time has aunt for walkers with the retarded to surmount their 
fears of submergence anti neglect in comprehensive programs for the handi- 
capped. Substantial grounds have often existed for such fears . . . and still 
do rn many programs. Hut important changes in knowledge and attitudes 
about the rctaulcd arc combining to nuke enlightened action possible. 

The mistaken notion of retardation as an irreversible, unchangeable con- 
dition is at last giving way in a score of fields. Replacing this long-frozen 
view of retardation is a mourning involvement and excitement among 
scientists, health specialists, educators, psychologists, social workers and 
therapists. 

This new attitude is bringing attention, respect, and action programs to 
the field of mental retardation. If wisely cultivated, it will assign retardation 
as important a priority in comprehensive service planning and program- 
ming ns that given to any other handicapping condition. 

The protection of the interest of the retarded over the next decade, then, 
will probably he a matter of two related endeavors. 

We will need to cultivate the excitement about flic possibilities of mak- 
ing impoitant progress in presenting and overcoming human functional 
disorders. 

And all groups and individuals concerned about such disorders will need 
to insist that every handicapped individual get all of the help he needs to 
grow to the fullest realization of his own abilities and potential. 





* * ★ * 

Last yeJi, this Committee pointed out 10 areas in which major action in 
furthering the national campaign against mental retardation was needed. 
During the year since submitting its first report, the Committee has focused 
major effort on studies in three of those areas-iesidcntial care of the 
retarded, manpower for programs working with the letatdcd, and poverty- 
linked retardation. Reports with recommendations in these areas follow. 
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Residential Cave for the Retarded 



M AW »»/ flti* marly ic*. dents id state 

mstitnii>»:io tor the meni.illi rctndid live m clis* 
^r. iii'Jii I conditions that l In* i.ucs* own icgiilatori 
igeiiiics yuii lil not tolerate in prj\.itch updated 
t .11 ilitics tor anyone. 

Moreover, the l.tcihtics m which ihcse retarded 
pci miik liw .ire in many cases in .1 stale of deuv. 

The .iicM^c ape of institution buildings is -t 1 
years. Some have reailieil the century mark. At least 
‘•0 I'cficnt are iuiictumallv iiMctcijiiatc fnr the care, 
growth, learning and rehabilitation programs that 
can he slice c-ssfully earned out with the retarded. 

I he reJsiins are n«»t haril to find. 

Many states institutions are aifministralrve step- 
children, ‘they are often touted nr remote places, 
far from population centers. according to .1 long- 
prevailing view of the retarded as mistakes of nature 
to he pul mu of sight. 

They are |soor|y budgeted: the national average 
expenditure pet person per day— with a.V costs, both 
direct ami m-lirevr. figured m — is just <7. bo. and 
victual aim Dims range down 10 jirst over SV 00 in 
some states. 

Stalls are often underpaid. unde r^ual i tied and 
without reasonable hope of has nip better wot king 
conditions or vareei advancement, lust me ion loca- 
tions ami. pay scales make recruitment of (rained 
manpower diffieiilt. .Archaic, uiieumomic.il admin- 
istrative practices, born of the low -budget trecessitv 
to “make do.‘ have hardened into 11 adit mu at many 
in'tJturinns. 

Seen tn this perspective, the accomplishments erf 
smile mstitiitinn administrators and starts m dev elop- 
ing fresh, innovative programs (see page s) appeal 
dear miraculous. 

The closest approach to development of stand- 
ards for residential facilities for the retarded lias 
been nude by the American Assouanon on Mental 



IX'lrifejRv with its ins*i:uiii»n.* ! tfiahiuo-m program. 
Ihe A AMD ctior:. helpful though 1: has ecru in 
guiding manv institutions impr- ’vctm:*.: .utilities, 
ihiellv cover* the tradition.!* hope. hospira! i*nciueJ 
type "f residential pr«er.un. h«»wevc*. and s* v nt.u!is 
little punLiru c on dav-tts-dav tait 

Taxpayer: p.n >-ui .: /..tf-i.*,'.:- «. .; • .V.;) - u.rr 
to operate these sn-often maJoj-a.ne t.u iVscs for res 
1dcnt1.1l can* uf the retarded. In all too many cases, 
if is half a billion dollars p.u.{ to i'c‘fp.*:;.afe outworn, 
inluiiiianc w areliousjnp of human hemps 

'1 Tie dilemma ot how •« improve the melon’s in- 
stitutions for the merit illv retarded is .» tuph a:nl 
landed one. The essence of da- probieni :s what v 
do aUmt hill I diiips. budgets. programs and p*.,'u!a- 
tiorts that hale existed m neglect ..ml deeai for 
years with little nr 110 thought being psven to their 
needs by citlrer state officials or the public 

Renovation of existing buildings i. often too 
costly to undertake. Hul states hesitate tn abandon 
such buddings because id the investment put into 
them, landing another use for riic-in is e.sua’lv clifli 
c’ulr b rcause of tlieir isc •! jtc«J f>K*jtii-n. 

A look .11 iiistiruf inri budgets can he like an expe- 
dition into a hijdcn land that time forgot Needs 
that were great in 1 9 jo may m-r yet Itave been con- 
structively studied and rescinded to. The hundred 
different ways of using residents’ unpaid labor to 
flesh out penny-pinching personnel budgets would 
appall laK»r ami maiugciitmt specialists. 

Housed m in idci|uaic buildings .md chained by 
iu.idciju.tte Inivlgcts. nutty inst rut tons. m« in*o\ er. 
Cannot control the sj/p ot kind of {Mipiilatiou they 
must Care for. N.Piomude. there are thousands of 
niilJli retarded mjivuluals. “beluvior problems” 
aiul “slow learners” in residential facilities tor the 
retarded who slioujj uo> be in these institutions. 
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Thousands of severely retarded individuals are on 
waiting lists trying to get in. Institutions budgets, 
administrative channels and tics with other agencies 
are too often insufficient. 

The need is now too great and too long neglected 
to he solved by the states alone. Massive federal in- 
tervention to spur the improvement of present facil- 
ities and the development of new, up-to-date self- 
renewable systems for the residential care of the 
mentally retarded is imperative. 

The recommendations that follow offer a pro- 
gram for beginning the joh in a constructive way that 
will make as much use as possible of existing facili- 
ties and resources. 

1. Gintrol of the quality of public, non-profit and 
private residential care for the retarded is essential. 

We recommend, therefore, that the apprupri- 
ate professional and voluntary organizations, with 
support from lire federal government, take imme- 
diate steps to improve the standards for residen- 
tial care of the retarded and simultaneously de- 
velop a system of accreditation of residential care 
programs and facilities for the retarded. 

2. The federal government's Hospital Improvement 
Program has elicited imaginative new approaches to 
delivering residential care in state institutions. 

We recommend that this program now be ex- 
panded to effect major change by: 

A. Greatly increasing funds, with the provision 
that every state institution for the retarded have 
opportunity to participate. 

B. Making awards on the basis of a slate plan for 
bringing ptesent institutions up to acceptable 
standards and the development of community- 
hased residences as alternatives to institutions. 

G Relating awards to lire size, budget, and needs 
of the institution. 

Particular effort in this connection must be 
made to meet the unmet needs of die severely and 
profoundly tetarded. Accommodations and care 
for them are inhuman in many institutions. 

3. The use of outmoded, mass-housing buildings 
must be ended. Industry has rarely hesitated to aban- 
don and replace obsolete plants; states should he no 
less linn in developing up-to-date facilities. A new 
geographic distribution of modes ant! forms of resi- 
dential care services — including group homes, icsi- 
dential vocational training centers, nurseries and spe- 
cialized nursing homes — is badly needed. 

We recommend, therefore, that a new part he 
added to Public Law 88*164 to establish a con- 
struction program for relocating and rebuilding 
ohsolete residential facilities. 



Safeguards must be included to insure that future 
institutions do not perpetuate the mass housing and 
programming patterns of the past, and that the con- 
struction be planned for easy modification as new 
techniques and needs are found. The planning should 
he carried out in consultation with architects, utban- 
ologists, demographers, community developers and 
other specialists in environmental sciences. 

4. Hospital In-Service Training Program grants 
should be greatly increased to include significant 
training for bmh leadership and direct service 
personnel in residential care facilities. 

5 . Public and private social services for children ami- 
adults are related to residential care for the retarded 
in two ways: one. they can suggest alternatives to 
residential care; two. they have the competency to 
counsel families during their times of greatest stress 
— such as the time of deciding to seek a child's 
admission to an institution, or that of returning :i 
retarded person to community living. 

We recommend that federal, state :ind local 
welfare agencies, both public and private, clearly 
identify a portion of their resources for welfare- 
services to the retarded and their families. 

Such services include casework, adoption, home- 
maker services, foster care and day care. 

Immediate strengthening of child welfare serv- 
ices to the retatded through expert staffing, con- 
sultation and training is an essential componcnr 
of this recommendation. 

6. We recommend that a federally supported in- 
surance system be established to enahlc- a free 
choice in selecting residential services. 

The exercise of free* choice in die selection of an 
institutional home for a retarded individual will 
bring to the residential care field the improvement 
motivation of free, competitive cntciprise. 

7. In order to provide a viahle choice, we further 
recommend that a system of loans or grants be 
developed to assist private non-profit and propri- 
etary organizations to establish alternative forms 
of residential care for the retarded, such as hostels, 
group homes, nurseries, residential vocational 
training centers, nursing homes and extended care 
facilities. 

8. State and local mental health authorities and 
the National Institute of Mental Health should 
take active leadership in developing services and 
programs for emotionally disturbed retarded per- 
sons in residential care or community programs. 
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Manpower To Serve the Retarded 
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Ncighbnrhnod Youth Corps programs be ex* 
panded and new gram programs be made avail* 
able through the Departments of Labor and 
Health, Educaiinu. ami Welfare to recruit, train 
and place supportive wnrkcrs such as teacher 
aiilcs. nurse's aides, social casework and family 
service aides, and attendants in mental retardation 
services. 

These grants should be administered primarily as 
work training and employment grants and should he 
made particularly available to Inu* income applicants. 
The place of training ami employment should prefer- 
ably be clinics. schools (including public mIipu! spe- 
cial education classes) and tenters serving the needs 
of the retarded in the trainee’s neighborhood. 

3. We recommend a sustained effort on the part 
of all agencies operating programs for the re- 
tarded and other handicapped to attract into work 
with the retarded those qualified workers who 
may need only refresher training or slight retrain* 
ing tn return tn work in service professions. 

A great potcntt.il in this area exists in nurses, 
therapists, teachers and other professionals who .ire 
not working during their family. raising seats. 

4. Tn expand mental retardation services with exist- 
ing and potential manpower resources, wc recom- 
mend that professional groups recognize and ex- 
tend professional acceptance to supportive per- 
sonnel who work with their members. 

We also recommend that professional special- 
ists and their associations evaluate specialists’ 
functions with a sjew* tn transferring as many of 
those functions as possible to trained supportive 
workers. 

We further recommend that professional 
groups reassess in light of the p weeding any 
restrictions which they now place tin the use of 
nnnprnfcss tonal support personnel and reduce 
thou* restrictions to a minimum. 

We urge in this mimcvtinn also that higher edu- 
cation msrirutioiis re\ icw curricula to assure that 
onuses refltxr i m rent thought nil specialist and sup- 
portive staff duties ami responsibilities in services for 
the retarded. 

5. To improve utili/atinn of adult and youth volun- 
teers anJ tn develop volunteer service as a major 
mental retardation manpower resin me. we recom- 
mend that a Department of Health, iiiluratiun, 
and Welfare gram program lie made available to 
each Man* to sec up, expand or modify a volunteer 



service program available to both tax*supported 
and private programs for the retarded. 

fi. We recommend that institutions, schools ten- 
ters and other facilities offering services to the 
retarded develop employee education and training 
programs for employee self-improvement and up* 
grading. The DepKiiti, units of laibor and Health, 
(-‘duration, and Welfare should collaborate in 
helping make such piograms possible tlmmgli 
grants and development of training models. 

Wc also urge that supportive occupations in 
service to the mentally ictardcd he recognized as 
career opportunities, with adequate remuneration, 
niwliojnh and other opportunities for IcantMig 
new skills, and predictable lines of advancement 
and promotion for qualified aspirants. 

7. To permit a wiJei sharing of knowledge and 
experience* in the field of service* to the retarded, 
wc recommend that the federal government de* 
velop ami fund a program through which clinics, 
schools, residential care facilities and agencies 
could exchange specialist and supportive woikers 
for mutual program benefit. 

8. To establish a common terminology for jobs and 
positions in programs seising the retarded, vte rec- 
ommend that occupations serving the handicapped 
Ik* defined in the Department of Labor s Dkliotb 
iiry of Ocat ftutiaihil Til Us and that the diction- 
sarv's definitions then become standard reference 
for workers serving tile medially retarded. 

In developing these definitions, the Department 
of Labor should also identify non professional duties 
that have accumulated in the work of ptnfcssional 
workers with the handicapped ami suggest possible 
new service and suppuf ixciipartmis in which these 
duties could be combined. 
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the: educable mentally retarded 

IN URBAN AND SUBURBAN AREAS 
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The Retarded Victims of Poverty 



FACT; 

Three-fourths nf the n.Hion‘s mentally refolded 
are to be fnund in the isolated and impoverished 
urkin and rural slums. 

FACT; 

Conservative estimates of the incidence of mental 
retardation in inner city neighborhoods befm at 7 
percent. 

FACT: 

A child in a low income rural or urban family 
is 15 times more likely to lie diagnosed as retarded 
than is a child f rnm a higher income family. 

FACT: 

Forty-five percent of all women who have babies 
in public hospitals have received no prenatal care. 
Avoidable complications of pregnancy, which ate 
often the harbingers of crippling conditions in chil- 
dren, soar in this group. 

FACT: 

Incidence of premature births (among whom 
neurological and physical disorders are 75 percent 
more frequent than in full-term babies) is almost 3 
times as great among low income women as among 
other groups of wnmrn, 

FACT: 

The mortality rate nf infants born to low income 
mothers is nearly double that nf infants born to 
mothers in other income brackets, 

FACT; 

The children of low income families often arrive 
at school age \\ ith neither the experience nor the 
skills necessary fnr systematic learning. Many arc 
found functinnally retarded in language and in the 
ability to dn the abstract thinking required to read, 



write and email. An appalling number of those chil- 
dren fill funhv he hi hi! with the passing of each 
school year. 

FACT: 

Students in the public schrxils of inner city low 
incniiic areas have been found in ituiucriuis studies 
to Ik* fntni 6 months to 3 years behind the national 
norm of achievement for their age and grade. About 
three times as many low income children as higher 
income children fail in school. The child whose 
father is an urban laborer has only one chance in 
3, ^ 8 1. 370 of being named a National Merit Scholar; 
but the child whose father has a professional or tech- 
nical position has one chance* in 12.672. 

FACT: 

'Hie rate of Selective Service System rcjectinns for 
intellectual undenich/everncrit is 23 percent nation- 
ally and soars to 60 percent and more among groups 
whose members are largely from low income areas. 

Mounting evidence is pointing to an intimate 
relationship between diet and mental and nervous 
disorders. Low incomes, economic stagnation, high 
rates of malnutrition and high incidence of disease, 
health problems and mental retardation arc all found 
together in the nation's poverty neighborhoods, and 
even though they cannot yet be directly linked, more 
than coincidence is obviously at work. 

To those of us with responsibility to advise on 
measures to combat mental retardation, the meaning 
of the known and apparent facts is clear: the condi- 
tions of life in poverty — whether in an urban ghetto, 
the hnllou'i of Appalachia, a prairie shacktoun or 
on an Indian reservation — came and nurture mental 
retardation. Wc believe that attack nn the fester 
points of poverty will also hit the causes of retarda- 
tion in the nation’s rural and urban slums. 
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We therefore support and urge all speed in the 
war tHi poverty at all levels, by both the public and 
private sectors of American life. Witluo that frame* 
work, and with a focus on preventing mental retar- 
dation as well as other handicaps, we make the fol- 
Inwing specific recommendations, 

1. Since mental handicaps afflicting millions of 
Americans stem fiom neglect, deprivation and lack 
of stimulation during infancy and carl)* childhood, 
we recommend that all service agencies, both pub- 
lic and private, act now to make health and educa- 
tion services available as the right nf exety Ameri- 
can child from birth. 

The need for such action presents itself in every 



part of our communities. It has readied crisis stage 
in the nation's, low income areas. 

We recommend passage and full funding nf 
the maternal and child health legislation which 
you, President Johnson, proposed in jour 1968 
State of the Union Address to assure prenatal care 
tn mothers and first jear medical care to children 
in disadvantaged areas. 

We also urge all necessary steps to assure sys* 
tematic attention to the medical screening, health 
care and developmental education nf children 
prior tn school-entry age. In the absence of such 
aitcotion today, nearly irreversible perceptual and 
learning handicaps become deeply rooted in great 
numbers nf children. 

We recommend that the needed services he 
made available in urban and suburban areas 
through community anil neighborhood health and 
education centers loaned for convenient access by 
all. These tenters would initially furnish three kinds 
of services: 

A. Preventive health care and systematic scrceoing 
for health and developmental handicaps in children 
from birth to school entry age; prenatal care and 
counseling for pregnant women. 

B. folly developmental education beginning in the 
child’s first year. 

C Day care for all children who need it. with the 
aim — as in Project Head Start — of promoting 
mental and social development from infancy onward 
and aiding parents tu cntnuragc each child’s growth 
as an individual. 



CHILDREN UNDER AGE 17 WHO HAD ROUTINE PHYSICAL EXAMINATION DURING A 12-MONTH PERIOD, 1962 63 
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These centers would be financed cooperatively by 
the federal government, states and localities. 

We do tint minimi 7 etltcpre.it practical problems 
invobed. but w e believe that a network of centers 
in the highest -need areas can be started quickly. I'iist 
requirement is .1 wholehearted ummiitmcnt by torn- 
mutiity leaders, public and private agencies., profes- 
sittrul groups and 1 i\ ic ufpanir.U ions to provide 
lie.rllli and education services to infants and children 
as a first-priority investment in the nation's long- 
term health . 

Representatives of the population living in the 
area to be served should l*e involved in tile planning 
and leadership nf cadi center su that the progtam 
meets aica needs and continues to do so. 

2 . The problems of the handicapped in rural Amer- 
ica urpcntly tequirc special attention. 

In our preoccupation with urban needs and prob- 
lems, we have overlooked a crisis in rural health, 
social service anJ education that has been steadily 
prmvinp more acute. This crisis was documented 
recently in the report of the President’s National 
Adsisury Commission <111 Rural Pnvertv. Tht Pinple 
I a ft Ikhinti. 

The basic fact is that people in most rural areas 
arc mu few. ton scattered and often too pnir to 
support adc-cpintc services. 

This problem needs to l)C attacked on .r teghru! 
basis. As in the cities, existing resources should be 
brought together and applied. 

We recommend (bat county governments, 
scIhhiI districts, public health districts, medrod 
and other professional societies and voluntary or- 
ganbatums; (including such inn jor rural forces as 
the American Farm bureau ledcration. the National 
banner's Union, the National Grange and other 
groups) pool their resources to plan regional 
health, special education and social service facili- 
ties and programs that can handle the unique 
problems nf specific rural are:*s through a combi- 
nation uf fixed-facility and mobile services. 

Slate and federal resources should he applied on 
a supplementary basis to assure adequate facilities 
and set vices in areas unable to finance or maintain 
them entirely, 

We suggest that the United Suites Departmental 
Agriculture’s Extension Senile, the Partnership for 
Health Program and the Comprehensive Rehabilita- 
tion Hanning Program take leadership in promoting 
and roordinating the development of these regional 
piogi.mn. The population of each region to be 
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served .slmnM I*c represented in planning m ul op- 
crutriinal croups. 

3- The soaring incidence of mental retardation in 
the nation's disadvantaged areas tails for continued 
and mlensilicd programs of education and rehabili- 
tation fot all persons whose skills and self-reliance 
cou lit lie improved. 

We recommend, therefore, that federal assist- 
ance to state and local educational agencies for 
programs of education ant) rehabilitation serving 
those areas at all age levels be increased and sig- 
nificantly expanded. 

4 . Tile continuing national shortage of health, edu- 
cation and social service specialists makes the devel- 
opment of laigc numbers of supportive workers as 
"ex pandas" of specialists' etfons a crucial need, 

We thetefote urge that public nnd private 
agencies aggressively promote and develop career 
planning and opportunity in supportive health, 
educational and social services as an aid in supply- 
ing trained manpower for Imv income area pro- 
grams, including those for the mentally retarded. 
Agencies’ promotion of these opportunities should 
support adequate remuneration, on-the-job train- 
ing activities and chances for advancement and 



promotion as part of suppnrmc service occupa- 
tion planning. 

Potential supportive manpower resources abound 
in the low intoinc atcas themselves. These resources 
should be tapped to the fullest possible extent. 

As parr of this effort, we urge agencies and 
private industrytodevi.se and conduct work train- 
jng programs through which low income area 
residents can conveniently acquire the skills tn 
work in supportive service positions, US. Depart- 
ment of Labor. Department of Health, 1‘difcation, 
and Welfare am! Office of Ecowfflik Opportunity 
grants .should be available to assist in the develop- 
ment of these programs. 

Built into the training programs should he serv- 
ices that will help make it possible for interested 
persons to be trained. Temporary iliild tare, for ex- 
ample, .should he- furnished. 

We also urge the formation of a community 
living service modeled on tile U.S. Agricultural 
Intension Service. 

The job of this service would be to recruit, train, 
assign arid supciviie highly skilled men and women 
in i nst ret crion am] demumrration activities in home- 
maker. community hygiene and peisoiul health skills 
in low income neighborhoods. A significant propor- 
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hurt of the »i vice inmibi*rs should lie from low in- 
tome areas. 

We surest that the service lie established as a 
federal government program so that uniform na- 
tional standards ami a pride in nations idi* member* 
ship fan be attained. 

In addition, existing supplementary manpower 
programs that bring special groups into work with 
the handicapped should he expanded. Among these 
arc the Student Work F.xpericiuc and Training 
(SWEAT), the Foster Grandparent, arid the Voluu* 
tcers in Service to America (VISTA) programs. 
These I ow-l induct projects have produced spectacular 
results both far tlmse served and for their partici- 
pants. 

5. To help free young minds from the shackles of 
poverty and futility, we urge the nation's voluntary 
and service urga libations for children, youth, stu- 
dents and voting adults to come to the aid of 
young people in low income areas, both urban 
and rural. 



Youth membership organizations sudiasthc Hoy 
Scouts and Girl Scouts. Campfire Girls, 1 11. Future 
Homemakers. Future leathers. Future Farmers and 
religions youth groups might seek massive increase 
in members in Imv income neighborhoods, Leaders 
from thrive ncigliKirlmods could be trained in hurry- 
up courses and nindiliutions in membership tjualik- 
rations and fees made as necessary to increase par* 
ticipatinn. 

Volunteer service organizations for youtli sntli as 
the newly formed and promising youth arm of the 
National Association for Retarded Children, Red 
Cross Youth and the various hospital youth auxil- 
iaries could make major expansion of tlicir activities 
into low income areas. These groups could make an 
especially critically needed ‘contribution by furnishing 
the trained volunteer aides needed in neighborhood 
health ami social welfare agencies, public health 
clinics, schools, clay care centers and Head Start pro- 
giains. 

Such organizations should aggressively seek to 
involve civic and service organisations as in-sponsors 
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in these activities, especially to assure that such pro- 
gram needs us volunteers’ transportation, needed uni* 
forms and meals aie furnished. 

We also suggest that the voluntaiy service orgnn- 
izatinns for youth redouble their efforts to recruit low 
income area young people into community volunteer 
work, and that these organizations further work with 
the schools to develop a system through which junior 
and senior high school students could icceive educa- 
tional credit foi volunteer service in the community. 

6. A key factor in the futility of life in poverty is 
the accumulation of mischance and unwanted event. 

One of the points at which the treadmill of futil- 
ity be stopped is in helping low income men and 
wynren plan the size of their families. 

We recommend that family planning services 
and voluntary birth control assistance be made 
available through poverty’ area and other com- 
munity agencies to help lower the alarmingly high 
rates of unwanted children and infant mortality 
in Inw income areas. We support your 1968 Health 
Message proposals on this subject. 

We also recommend that the nation’s schools 
promptly develop and offer a tnp quality program 
of instruction, beginning in rhe early elementary 
grades, in human biology and education for par- 
enthood. 

Over-all goal nf this instruction would be to raise 
the quality of child and family life as well as arm 



young people with mutme views of their future roles 
as responsible individuals, parents and heads of fam- 
dies. 

7. Among the most difficult problems facing U.S. 
communities today are the elimination of slums, the 
design and construction of attractive low cost hous- 
ing, and the planning and delivery of community 
health, education mid social services. 

We recommend that respnnses to the needs of 
the mentally retarded be incorporated in model 
cities and other programs that seek to improve 
present communities and design the communities 
of the future. 

We also recommend that labor, industry and 
commerce be involved on a larger scale in the 
development and redevelopment of our commun- 
ities to assure adequate standards of living and 
community human services for all citizens. 

8. Ninety-five percent of the existing community 
facilities for the mentally retarded constmctcd under 
Public Law 88-1 6-1. Part C, aic located in middle in- 
come neighborhoods. 

We recommend that Congress amend P.I.. 88- 
16-L Part C, to give the Secretary of Health, Edu- 
cation, and Welfare authority to see that the facil- 
ities are located for best service to all of a given 
community’s mentally retarded. 

ifecjuircinents for matching funds should be 
made more flcxihlc so they can be related to a 
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community's average income or even eliminated 
in very deprived areas. 

9. It cmiIis arc now beginning to tome in hum curly 
childhood research .mil education programs kin; 
emulmted throughout the country by universities. 
fuund.it inns and rese.mli la lmr.it cries. Without ex* 
vcpliim, their findings are that childhood piogums 
tan have long-term elicit in preventing: mental rttar- 
djtii in linked to cnviiotiiiiciii.il lacks. 

We therefore recommend intensification of re* 
scanli in the social and other behavioral sciences 
with the aim of isolating and defining the so-far 
unidentified social, envinmnienul and cultural 



factors that cause or contribute to mental retarda- 
tion. 

to. N\>t all of die answers needed about the Kinds 
between dcptiviUtsin and ic-tardatinn van be* found 
through studies of human beings, however. 

There is in existence n national network of cen- 
ters developed foi the- purpose of man-related re- 
search vdmhcaiitint be carried out in studies directly 
involving human being!). VC'e reenmmend iliat this 
network, the regional primate research centers, 
undertake major inquiries into the relationship to 
mental development of nutrition, infant stimula- 
tion. success-failure patterns and similar topics. 





Mr. President: 



During the coming year wc shall continue our studies of the three criti- 
cal program need areas on which wc have made recommendations in this 
report; residential cate for the retarded, manpower development and use in 
mental retardation programs, and the mentally retarded victims of poverty 
and deprivation. 

We expect to have further recommendations in these areas as our studies 
of programs, needs and trends progr.TSr. 

We plan also to launch a major inqu.ry into the area of education for 
the mentally retarded. 

In addition, you will be receiving special reports and papers on progress 
and needs in research on mental retardation and on a national information 
center. The latter is planned to bring together research and program infor- 
mation in the mental retardation field and to make that information con- 
veniently and uniformly avadable to researchers and program planners 
nationwide. 

Also directed to your attention will be a comprehensive monograph on 
the history, development, status and needs in residential care of the retarded. 
This monograph is the chief supporting document for the recommendations 
on residential care made in this report. 

We will report to you from time to time on progress in several continu- 
ing studies. 

One of these studies is attempting to define the economic impact and cost 
of mental retardation. The aim of this study is to develop a body of eco- 
nomic information througli which cost factors in mental retardation may be 
established for the guidance of agency planncis, valid cost comparisons 
made, and viable program projections made. 

Another study is developing guidelines for the use of model cities plan- 
ners in incorporating designs for mentally retarded persons living and work- 
ing in communities of the future. 

All of these areas were identified in our 1967 report as having critical 
needs. Our work during the past year has carried forward from general dc* 
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script Ion of those major need areas into the Jeep and detailed studies whose 
outcomes ate reported in these* paces or will reach you in later papers. 

This 1 9<i8 repott. as did its predecessor, suggests actions to combat mental 
retardation that can ;md should he tjken at all levels of the nation by both 
public and private agencies. Retardation is a problem that can .strike any 
family in the nation. Every individual, every agency can help fn do some- 
thing effective about the problem. Onr fundamental belief is that the nation's 
ultimate success in the attack on mental retardation will be won by a brnad 
cooperative efTorl in which professional specialists and citizen volunteers 
work together to comhat retardation and its causes through programs in 
health, education, rehabilitation, community planning and organization, 
social service and research. 

The field of mental retardation, with your steady support. President 
Johnson, has crossed the threshold of major change and advance. Some ways 
tn foster growth and learning in even the mnst severely retarded have been 
found. 'Hie human cell's secrets of programming for the unlmrn are being 
pried nnt. Tire* most critical period for learning has been found to be years 
befnre the time when formal education of children begins. Developing sue* 
Cessful instruction for the retarded bjs enabled ns to discover steps in the 
learning process that were unsuspected hefnre. And analysis of work and 
work patterns in order tn train retjrded workers has shown that these work- 
ers can do more than previously thought and that the elements nf even 
complex jobs can often he rearranged for effective performance by retarded 
workers. 

It is crucial, therefore, that the itmmcnruin nf interest and actinn devel- 
oped in (lie problem of mental retardation in this decade be held and inten- 
sified. 

We are grateful. Mr, President, fnr ynur continued personal inspiration 
and guidance to us and to the many others who arc working nn behalf of 
the retarded. The snpprut nf vnur Office is a key forte in helping the nation 
hring on the new day when rnnst mental retardation can be prevented and 
the remaining retarded individuals can be helped to be contributors to the 
common good. 
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TOWARD PROGRESS: The Story of a Decade 

A third report by the President’s Committee on Mental Retardation 
about developments in the national campaign to overcome mental retardation 
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What has to be done, has to be done by 
government and people together or it 
will not be done at all. ... To match the 
magnitude of our tasks, we need the 
energies of our people-enlisted not only 
in grand enterprises, but more impor* 
tantly in those small, splendid efforts 
that make headlines in the neighborhood 
newspaper. . . . With these, we can build 
a great cathedral of the spirit-each of 
us raising it one stone at a time, as he 
reaches out to his neighbor, helping, 
caring, doing. 



—President Richard M. Nixon 
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Dear Mr. President: 

1 have the honor to transmit the 1969 report of the President’ a 
Committee on Mental Retardation. 

This report assesses the nation's present mental retardation 
programs and recommends directions that federal, atate, and local 
agencies, both public and private, should take in building and 
improving those programs during the 1970's decade. 

Charting of much of the need in this long-neglected area remains 
incomplete, however. The Committee therefore has in progress an 
extensive group of activities aimed for the formulation of action 
recommendations . 

Among those on which reports will be ready for your consideration 
during the coming months are a survey of research into malnutrition- 
mental retardation links, a study of mental retardation incidence in 
poverty areas, and an exploration of needs in vocational education 
and employment for the retarded. 

Committee work conferences this summer and fall will discuss education 
needs of inner city children, manpower resources for mental retardation 
programs, and residential services for the retarded. 

Also in progress are a study of the costs and economic impact of 
mental retardation and studies of special, often overlooked groups 
of the retarded — the retarded living in rural areas, those with 
multiple handicaps, the teenaged and adult retarded. 

The Committee is deeply grateful for your intereat in its work and 
asks your continuing guidance and encouragement. 



Respectfully youra. 




Rpbcvc^ u/" nnch 
Chairman 



The President 
The White House 
Washington, D, C. 




Time to sum up a decade that has included first 
discovery by the nation as a whole of the 
existence and needs of the mentally retarded. 

Time, also, to consider carefully and begin 
building the urgently needed programs for the 
retarded that must come into being during the 
1970’s. 

Time to renew our national resolve to bring the 
mentally retarded into a full participation in 
daily life and work as their individual capabilities 
permit. 

Time to press on in the quest for ways of 
preventing mental retardation. 

During the turbulent 1960's now ending, the 
United States as a whole took its first large steps 
in confronting and coping with the long- 
neglected nationwide problem of mental 
retardation. People from all walks of life and 
every view of national need and action have 
Joined In this effort. Four Presidents have taken 
a personal interest in the problem and lent the 
power and prestige of their office to involve 



government at all levels as well as citizens and 
their voluntary associations in creative action to 
overcome retardation. 

As a direct result of this national interest and 
effort, states and communities have been 
moving throughout the decade toward improved 
services and opportunities for the retarded, 
while federal participation in the effort has 
risen many-fofd. 

Among the decade’s accomplishments have 
been: 

• Thebeglr ^ngsof a national network of 
mental retardation diagnosis and evaluation 
centers; launching of a network of mental 
retardation research, teaching and professional 
training centers; development of facilities and 
staff improvement programs. 

• Development by every state of a plan for 
mental retardation services. Many have taken 
action steps such as mandatory testing of 
infants for phenylketonuria, mandatory public 
school programs for all children of school* 



attendance age, vaccination of children and 
adults against measles, 

• Increased acceptance of the retarded as 
trainees in vocational rehabilitation programs 
and a rapid growth, as a result, of employment 
opportunities for trained retarded workers. 

• Improved relationships between the 
biomedical and education fields in human 
development programs; development of a 
national network of education resource and 
instructional materials centers for education of 
the handicapped. 

• Majoradvances in public awareness of the 
retarded and their needs, spurred by an 
Advertising Councihconducted national public 
service advertising campaign that continued for 
3*/ 2 years, 

• Dramatic growth in numbers of volunteers ’ 
serving the retarded; founding of the first 
national organization of youth serving the 
retarded. 
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• Significant growth in community mental 
retardation programs and in the concepts of 
family- and community-based activities for the 
retarded. 



• Development and acceptance of medical 
procedures through which some mental 
retardation having biomedical causescan be 
predicted, diagnosed and prevented. 

• Focusing of attention on the extraordinarily 
high incidence of retardation in poverty areas. 




Dramatic and historic though these 
accomplishments are, however, they are 
beginnings only. They have enabled us to chart, 
the size of the national problem of mental 
retardation and to favorably dispose many 
Americans toward action to overcome the 
problem. But tremendous needs and problems 
remain. Among them; 

• The staggering problems of human 
underdevelopment and underperformance in 
the nation's poverty areas continue all but 
untouched. 

• Most mental retardation is discovered three, 
four and five years too late. Retarded mental 
development establishes itself in earliest 
childhood and can be most effectively countered 
then. But most mild retardation (which accounts 
for three-fourths of the mental retardation in 
the nation) is identified only during the school 
years, if then. 

• Some 5 million of the nation's estimated 6 
million mentally retarded are never reached by 
any kind of service developed specifically to 
meet the needs of the retarded. 

• Many of the 200,000 institutionalized 
mentally retarded persons continue warehoused 
in dehumanizing residential programs that make 
no serious attempt to rehabilitate residents. 

• In many communities, services for the 
retarded are Inadequate or almost nonexistent 
because agencies will not act, a re unable to 
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cooperate, or are prevented from acting by 
policies, proceduresand lack of funds that 
restrict their development of services. 

• The American people have yet to fully accept 
mental retardation asa mainstream challenge 
that can and must be met th ruugh the 
application of every public and private resource 
that citizen concern and action can bring to 
bear. 

These are tough problems that are deeply rooted 
in traditional attitudes and patterns of thinking, 
in unexamined traditional ways of doing things, 
in the piecemeal ways that we Americans take 
our enthusiasms and our let's* do-something* 
about-it resolves. They are problems that will 
not be overcome easily or soon. The nation’s 
initial great thrust against mental retardation 
during this decade, despite important 
accomplishments, hasscarcely touched them. 

We need to rededicate ourselves to the struggle 
with these problems if we are to make real 
headway in building effective services for the 
retarded and preventing retardation. This 
rededication must take place at every level of 
American life — in our local governing bodies 
as well as in our voluntary community 
associations, among state legislators and 
officials as well as in state federations of civic 
and service clubs, in our national leadership 
both public and private, among citizens of all 
ages, and especially amongthe nation's young 
people, soon to constitute half of the U.S. 
population. 

As a result of assessing the nation’s situation 
and outlook in mental retardation, this 
committee has identified a group of areas in 
which concerted public-private measures at all 
levels can bring significant progress in 
overcoming mental retardation. These areas are; 

• Increasing the availability of mental 
retardation services, particularly in the urban 



and rural low income, disadvantaged 
neighborhoods in which some three-fourths of 
*he nation's mental retardation is found. 

■Page 9) 

• Development of more and better manpower 
recruitment and training programs for work with 
the retarded. (Page 12) 

• Better, more imaginative use of existing 
resources at all levels, as well as broader 
realization and use oi the resource that the 
retarded themselves represent. (Page 16) 

• Development of more public-private 
partnerships in mental retardation programs, 
services and research. (Page 21) 

• Continued encouragement for basic research 
in mental retardation and for rapid translation 
of research results into service program uses. 
(Page 25) 

• Taking intoaccount the special education, 
training, guidance and other needsof the 
mentally retarded in social and institutional 
planning for the future. (Page 26) 

These are the areas which this report will cover. 

The Committee has already made 
recommendations in some of these areas a nd 
reaffirms those recommendations now (see 
MR 67 and MR 68, the Committee’s first and 
second reports to the President, and Page 31 
of this report). Detailed reports with 
recommendations in other areas are in 
development, some scheduled for completion 
and release in the last half of 1969 and early 
1970. 

The content of this report is a general evaluation 
of where the national mental retardation effort 
stands at the end of the 1960's decade. Some 
aspects of that situation that stand in 
particularly urgent need of attention are 
discussed in detail, with specific actions 
recommended, 
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Sourer A Study in Planning, ttwr tot Angtlt* County 
M total Ratsrdallon Street Bond. Octobtr 1968, P»gt 4. 
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Mental Retardation Services 
Must Reach All People Who Need Them. 
Particularly, Ways Must Be Found 
To Bring These Services To People Needing 
Them In The Nation's Low Income, 
Disadvantaged Neighborhoods. 

No recent finding about mental retardation has 
had greater impact than the discovery that 
retardation rates soar in urban and rural low 
income areas. No estimate of mental retardation 
incidence in such neighborhoods is less than 
twice the national average. One inner city count 
of retarded persons found one-third of the total 
population in a several-block area functioning 
at retarded achievement levels! 

The facts operating to create such 
disproportionately high levels of retardation in 
poverty areas are not all known with certainty. 
Little doubt remains, however, that prominent 
among them are mother and child malnutrition, 
chronic disease-producing surroundings, and 
the harsh conditions in which countless children 
of poverty are reared. In such conditions, 
children are often deprived of the stimuli of 
touch, talk, shared activity and encouragement 
that help produce growth and learning. 

The response to this disastrous situation has so 
far been slow, uneven and groping. There are 
some Head Start programs for retarded 
children, and a few local associations for 
retarded children have now joined in cooperative 
inner city programs for the handicapped while 
others are working closely with Model Cities 
planners. 

Representatives from low income or minority 
neighborhoods are beginning to be welcomed on 
retarded children association boards and public 
agency advisory panels at community and state 
levels. 



Daycare for small children is outgrowing its 
babysitting origins and moving toward 
educational, recreational and social growth 
activities that help foster physical and mental 
development. 

Comprehensive health care services that begin 
aseariyas possible in pregnancy and follow 
mother and child through the critical early 
childhood years are now available (although not 
necessarily extensively used) in a few Inner city 
areas. 

Some school systems are reexamining both 
regular and special instruction, seeking ways to 
teach that are relevant in the lives of those being 
taught and help each child succeed in learning 
to the fullest of his individual abilities. 

A major action response to the need is the 
National Association for Retarded Children- 
National Urban League-Family Service 
Association of America joint demonstration 
project (''Project FINE") of developing effective 
ways of serving the inner city retarded; this 
project is just getting under way in five cities. 

There should be scores of such cooperative 
efforts joining national voluntary, civic and 
service organizations in action programs to help 
overcome child and adult-crippling handicaps 
in city and rural poverty areas. We call on every 
citizen to find out what his community service 
organizations are doing to help in this urgent 
need, to join in any effort being made, to take 
leadership if no effort is under way. 

Most experts now agree that comprehensive 
health, educational and physical development 
programs begun in earliest childhood offer the 
best hope of preventingthe great bulk of the 
physical, mental and emotional handicaps that 
impose such enormous cost in wasted or 
hobbled lives today. 

We also caff on state and focal government 
leaders and planners, community developers, 
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INCREASED NEED FOR MAN- 
POWER IN FOUR NATIONAL 
AREAS HAVING IMPLICATIONS 
IN MENTAL RETARDATION PRO* 
GRAMS 




Health & Urban Social Homing 

Education Dmlopmtnt Wclfara 



Pro)«ctlon to 1975 ascumas national goal! tor con- 
tinued improvement in American Ufa, than depicts 
manpower needed to wpport thow floal*. Year 
1962 is for comparison. 

Source: Adopted from Manpower Report of The 

President, 1968: Page 300, 



architects, industrialists, builders and all others 
who create thecommunlty environment to build 
cities and towns that help foster healthy human 
development. 

The most dramatic new public initiative holding • 
out promise in the attack on handicapping 
conditions is the federal government’s Office of 
Child Development, created in April by President 
Richard Nixon as part of his call for a national 
commitment to provide all American children an 
opportunity for healthful and stimulating 
development during the first five years of life. 
The Office of Child Development promises to 
stimulate comprehensive programs for child 
development, combining programs that deal 
with the physical, social and intellectual. In 
carrying out its purposes, an expansion of the 
Parent and Child Center program has been 
announced. 

This Committee supports and endorses the 
Office of Child Development's purposes and 
program. 

We call on public agencies and voluntary 
organizations at all levels in American life to 
give creative assistance to the Office of Child 
Development In realizing its purposes and 
programs. 

As President Nixon said in announcing the 
Office, "Our commitment to the first five years 
of life will not show its full results during my 
administration, nor in that of my successor. 

But if we plant the seeds and if we respond to 
the knowledge we have, then a stronger and 
greater America will surely one day come of it/' 

In addition, we urge once again that the public 
agencies and private organizations seeking to 
build enduringly effective programs to overcome 
human handicaps in poverty areas commit 
themselves to: 

1. Maintain their priority attention to the 
programs for at least a generation in order to 
attain the goal of significantly reducing 
incidence of handicaps in children. 



V 







^ V lPP l " 






1 



i 

( 



1 



319 



2. Involve representatives from neighborhoods 
or communities served in their work and 
planning. 

Such involvement is more than desirable; it is 
essential. In the final analysis, the community 
accomplishes only what its citizens decide must 
beaccomptished. 

Nor is it enough for the national offices of locally 
serving organizations, both public and private, 
merely to give their local units a policy 
permission and a blessing to move to meet local 
needs. Many local units, with every good will and 
intention, do not know howto go about 
organizing for effective action in neighborhoods 
with which they have no previous contact, do not 
know how to cultivate and apply resources of all 
kinds, do not know howto assess needs and 
build constructive, innovative responses to 
those needs. 

National organizations musyjelp their lo^l 
units do these things throughtwgcUtt^ 
application of practical consCyMibtf^igrXoent 
of special staff and investment of iwtfprogram 
seed money. 






There are neglected special groups of the J * 
mentally retarded whose needs and potentials . 
call for new study and action. * ^ 



Mentally retarded teenagers often slip Into limbo 
on completion of school programs designed for 
them. Few communities have either social 
interest or vocational preparation programs to 
capture and hold these young people. 

We recommend that city and county 
governments, in cooperation with voluntary 
groups interested in the retarded, move to 
rem&dysuch neglect. 

In every community and in every public 
institution for the retarded, there are retarded 
adults capable of living and working 
independently. In addition, retarded persons 
beingtrained for independent community living 
need a base from which to launch into the 
community. 

These purposes and possibilities can be 
admirably served together through group homes 
—private residences in which a small number of 
adult retarded persons live with an individual 
or couple employed as "house parents." Such 
residences are already in successful operation 
in several states. 

We urge their development In every state as 
combined residences and sources of counseling 
‘ trnd guidance In daily living problems for the I ^ ^ 
adult retarded living in the comm unijy. 
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CHANGING PATTERNS OF OCCU- 
PATIONS WILL ALLOW MORE 
MENTALLY RETARDED TO BE EM- 
PLOYED IN SERVICE JOBS 




Strvfc* Jobsin UundrMS, 
Rntauranu, Building 
Maintananct, *tc.. Will 
Incraasa 



farm Empfoym#m 
OpportunHi** Ara 
Declining 



Source: Adapted from Manpower Report of the 

President, U.S, Department of Labor, March 1969. 



Improved Manpower 
Recruitment And Training Programs 
For Work With The Mentally Retarded 
Must Be Developed. 

The gap between needed and available services 
in mental letardation programs grows wider 
daily. A major cause of this situation is lack of 
hands to provide the services. Why this Jack? 
Programs are often so inadequately funded that 
they cannot attract and keep either professional 
or support staff. And even available workers are 
poorly deployed In many cases. 

Shortages o* professional skills ( serious though 
they are, are not as great as those of supportive 
workers-attendants, aides and other specialists’ 
assistants. Here the shortages can have 
disastrous effects. Supportive workers are 
more often and regularly in contact with the 
retarded .han any other workers in residential 
programs and make a crucial contribution in 
community programs. 

The kind of day-to day life a retarded person 
lives often depends directly on the number and 
quality of supportive workers. The great shortage 
of supportive workers in mental retardation 
programs, this Committee believes, is the key 
problem in the retardation program manpower 
field. It must be solved. 

The public and private agencies that employ 
supportive workers in their programs for the 
retarded should undertake a genera! upgrading 
of those personnel and their positions by 
whatever practicable means they can devise. 

We recognize that such an upgrading cannot 
be carried out overnight. Nor can it be carried 
out In a vacuum in which the managers of 
programs for the retarded are left to work out 
new procedures as best they can. 

In mental retardation programs operated by the 
states, the state itself— its legislators and 
officials-must move to change laws and 
regulations that have fastened archaic personnel 
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practices on public progra ms for the 
handicapped and needy. 

Citizens themselves should demand and be 
prepared to support upgradings in status and 
salaries for supportive workers In private agency 
programs for the handicapped. 

Citizen groups, colleges and universities and 
professional organizations can make invaluable 
contributions to the success of this effort. The 
many civic and service organizations that have 
long prided themselves on support of 
scholarships for students training as 
professional speciati sts might now also consider 
establishing scholarships forthetrainingof 
assistants to such specialists. 

Colleges and universities should establish 
practical, work-related courses leading to 
professional certification for assistants in social 
and institutional service programs. Community 
colleges and 2-year colleges, especially, have an 
important contribution to make in this area 
through programs of trainingthat are geared 
directly tocommunity needsand on-job 
experience. 

And professional organizations, in the interest 
of their own members' greater professional 
effectiveness, should analyze the application of 
work and skills in social service settings with a 
view to redefining the roles and functions of 
specialists and their trained assistants. Aim of 
this analysis: to obtain maximum spread of 
available people and skills to meet needs. 

These measures will bring a new deployment of 
staff resources in which all participants will be 
personally and professionally effective, 
competent and recognized. Such a revamped 
system, we believe, will reduce the proportion 
of public and private monies needed for mental 
retardation program personnel resources. 

The major responsibility for making this reform 
belongs to the states and to the private, 
voluntary organizations that serve the retarded 
in the community. But the federal government, 
too, should take a leading part. 



SPECIAL GROUPS OF RETARDED i 
NEED SERVICE 
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Cooperatively, through the Departments of 
Labor and Health, Education, and Welfare, the 
federal government should furnish a counseling 
service through which field teams of expert 
community and institution service organizers 
help states and private organizations plan and 
carry out supportive staff upgrading and over-all 
improvements in staff deployment in programs 
for the retarded and other handicapped persons. 

Better deployment of supportive staff in 
programs fortho retarded will help reduce 
present shortages of professional specialists. 

But preparation of such specialists to meet 
tomorrow’s mental retardation services needs 
must continue. 

The existing federal grant, scholarship and work 
training programs for specialists in work v/ith 
the handicapped should be continued and 
expanded, with greater tuition assistance being 
marie available for college undergraduates. 

In addition, we now need to make long term, 
federally-supported utilization of experience 
from the immenselysuccessful, low-cost 
programs through which disadvantaged youth, 
college students and senior citizens have been 
working as aides in programs for the retarded. 

Among these have been the Student Work 
Experience and Training (SWEhT), Volunteers in 
Service to America (VISTA) and Foster 
Grandparent programs. 

Finally, the widespread and fast-growing interest 
of youth and college students in volunteer 
service with the retarded should be put to 
meaningful work by every agency and group 
concerned with the retarded. Their interest is 
already being expressed in scores of voluntary 
organization activities with the handicapped. 

It is exempli tied in the growth of the NARC-Youth 
membership to 97,000 in 2 years. From the * 
ranks of these teenagers and young adults will 
come many of the coming decade’s program 
leaders, staff, volunteers and community 
supporters. 
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Fuller, More Imaginative 
Use Of Resources 
The Resource Which The Retarded 
Themselves Represent- 
Is Needed At All Levels. 

The belief that large infusions of federal 
money alone can produce better programs and 
facilities Is as mistaken in the mental 
retardation field as in any other. If there is to 
be long-term healthy growth and effectiveness 
in mental retardation programs and facilities, 
state and focal govern ments-with citizen, 
corporate, foundation and private agency 
participation-must furnish the majority of 
their support. 

No less mistaken, however, is the belief, among 
some federal gove rn mentfilanners th^at a federal 
fund cut-off or reduction yij^ing^ate or local 
government assumptionljBcorffcl^he 
s Ffected program, fucii 
rounds the progr| 

We urge, thi 
mental retsj 
demonstrj 
(includii 
contim 
and 
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MENTALLY RETARDED ADULTS 



JOB TITLE 

Animal Caretaker. 

Bindery Worker . 

Building Milntenance Wkr. 
Buoy Maintenance Helper . 
Card Punch Operator 
Carpenter. 

Carpenter Helper . 
Cartographic Aide , 
Charman . 

Clerk. 

Clerk, File , 

Clerk (Money Counter) , 
^-^"Clerk i Numbering)^ 
Clerk-Receptlonb 
Clerk-TypiiJ ‘ 
antrolC 



NUMBER 
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EMPLOYED BY THE FEDERAL GOVERNMENT 



JOB TITLE NUMBER 

Laundry Worker 273 

Library Assistant 7 

Mall Clerk 170 

Mail Clk. (Motor Vth, Opr.) 1 

Mail and Fite Clark 27 

Mail Handler 186 

Medical Technician 8 

Messenger 296 

Mess Attendant 445 

Nursery Worker 3 

Office Draftsman 2 

Office Machine Operator 164 

Paint Worker 2 

Photocopy Operator 8 

Photographic Processing Aide 7 

Physical Science Aide 5 

Porter 18 

Press Cleaner 9 

Pressor (Flatwork) 15 

Printing Plant Worker 22 

Publications Supply Clerk 17 

Radio Repairer Helper 1 

Sales Store Worker 16 

Smell Arms Repairer Helper 6 

Stock Clerk 77 

Substitute Mall Handler 734 

Supply Clerk 23 

Telephone Operator 1 

Vehicle Maintenance Wkr 10 

Ward Attendent 13 

Warehouseman 26 

Washman 15 

Washman Helper . 17 

TOTAL: 5784 



The U.S. Civil Sffvic* Commbsfon h*i mitten agree- 
ment* with 42 fedaral experiments and tptnein to amploy 
the mantalty r*ted«d in tcoordanca with federal par* 
fonrwt practice*, tn mW-1069, the government •mpJoy«d 
6,784 man tally r«terdad persona in 66 job thin. 



Source: Adapted from Reports by the US. CMl Serv- 
ice Commission *od the President** Commlttt* on Em- 
ployment of the H»nd tapped, 1969. 



The essence of stimulating healthy development 
and change (where needed) In programs for the 
retarded throughout the nation lies In persuading 
local and state authorities such as county 
commissioners and state legislators that they 
must give serious attention to how effectively, in 
terms of results in people’s lives, are spent the 
huge sums-now three-quarters of a billion 
dollars a year— that they appropriate for mental 
retardation programs. 

Unless mental retardation program leaders and 
interested citizens throughout the nation accept 
thischallenge and bring retardation needs into 
priority focus In citizen thinking and 
governmental action in their own states and 
communities, the national effort to combat 
mental retardation and improve life and 
prospects for the retarded will be essentially 
rootless. 

Perhaps the most overlooked resource of all in 
the mental retardation field is . , , the retarded 
themselves. 

Some three-quarters of this nation's retarded 
people could become self-supporting if given 
the right kind of training early enough. Another 
10 to 15 percent could become partially 
self-supporting, 

Are we capturingthls potential and putting it to 
work? Some of it, yes. Most of it, no. Hundreds 
of thousands of retarded persons who could be 
trained and educated to useful work and life in 
American society are being wasted, Why7 

One reason isthat the nation’s public school 
systems have not, in the main, accepted 
responsibility to educate all children. 

A few stales now require education programs for 
ail children of school attendance age. Most, 
however, effectively exclude many handica pped 
children by offering few or no programs for them, 
while tens of thousand s of retarded children, 
too mildly affected to be assigned to traditional 
classes for the educable or trainable reta rded, 
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stumble as best they can through regular 
classes. These drop out of school as soon as 
they can. often to fall into the marginal- 
subsistence spawning grounds of chronic 
welfare, health and social problems. 

Another reason (closely related to the preceding 
one) that many retarded people arrive at 
adulthood unpreparedforjob or daily living Is 
that many educators look at what a retarded 
child isn’t, not at what he is. 

The resuiting curr/cufa, developed with the 
retarded child's deficiencies rather than his 
abilities in mind, merely simplify and water 
down the course of instruction given normal 
children. Such programs require achievement in 
theacademic areas where the retarded child is 
weaker and give little or no encouragement to 
the pragmatic skill areas in which he can 
accomplish something. 

Moreover— compounding the error loan 
incalculable degree-the school program for a 
retarded young person often takes no account of 
his age. offering the same content and approach 
when he is 16 as when ho was 6. 

Most retarded young people need training that 



develops skills and attitudes for dally work and 
living. 

For most, this should be a program that looks to 
the pupil's eventual independent living in the 
community. For some, it should point toward 
sheltered work and living arrangements. 

It should in any case be a realistic curriculum 
that readies individuals to meet the actual 
demands of dally living and to work In jobs that 
actually exist In the community. 

Business, industry and labor could play a much 
more significant role in this effort than they 
presently do. 

Among the needed measures requiring business 
and labor expertise are : 

• Cooperative schoot business programs to 
devetop and assure training and work experience 
opportunities for mentally retarded students in 
special and vocational education classes. 

• More direct, cooperative relationships 
belween industryand vocational rehabilitation 
programs, so that there is a minimum of time 
loss between completion of training and job 
placement of handicapped workers, (Many 
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trained retarded workers are lost to the work 
force during this period.) 

• Special attention, in job training programs for 
the core city disadvantaged, to the mentally 
retarded job candidate. The National Alliance of 
Businessmen should be asked to develop 
programs and approaches that could make a 
significant contribution in this connection. 

• Application of business and labortechniques 
and expertise to job redesign, job training and 
retraining, and the operation of special work 
facilities for the severely handicapped. 

In particular reference to the last, occupational 
centers for the handicapped are often in 
desperate need of contract, materialsand other 
support coordination. Industry, local government 
and private agencies should work together on 
these problems to develop coordinated 
procedures that assure maximum cost- 
effectiveness of center operations. 

• Promotion of trained retarded workers' 
employability and job success should be 
intensified to reach the broadest possible 
spectrum of businessand industry. 

More industry-wide training and employment 
projects— of the kind that the National 
Association for Retarded Children, President's 
Committee on Employment of the Handicapped 
and the Department of labor have been so ably 
promoting— should be stimulated and carried 
out. Industry should develop in-plant centers for 
handicapped workers and integrato the work of 
these centers into their regular production lines. 

finally, an on-going counseling service should be 
available to the retarded who are on their own in 
the community. (See also Page U.) 

Today's complex challenges of living and 
working pose puzzling enough dilemmas to 
people with normal intelligence and adaptive 
abilities. The retarded need special, expert 
guidance in coping with problems. The 
commuity should furnish that guidance. 



. GENERAL CURRICULUM EMPHASIS 



FOR EDUCAOLE MENTALLY RETARDED 




FOR TRAINABLE MENTALLY RETARDED 
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GROWTH OF SERVICES FOR THE 
RETARDED IN SOUTHWESTERN 
WISCONSIN 



6 Spedtl Education Clam* 

* Association! for Retarded Childnn 
w Work'Study Program 

• Youth ARC 

★ Day Cara Cantif 

$ Fixed Point of Rtfanral . 

0 Chlidrtn Saan by Horn# Training Specialist 

• Children Examined by Traveling Diagnostic Taam 

♦ Shattered WaV shop 

* Southwest Biuyw Camp 

1 Wisconsin Badger Camp 

I Children Given Psychological Tasting for Admission 
to Special Education Castes (ona figure repreaants 
10 children) 

• Tam pot ary Cart Homa 
> Adult Activity Program 

* Community Placement Work 



. Source; Adapted from State of Wisconsin Study on 
Seml*Rural Community Growth in Services for the 
Mentally Retarded, 1968, 1969. 









329 



More Public-Private 
Partnerships In Mental Retardation 
Program Planning, Services 
And Research Should Be Developed. 

One such pa rtnership, a PCMR proposed 
national mental retardation information and 
resource system, is now moving toward initial 
build-up. When this system is in operation, 
probably a s a federal gover n me nt*data systems 
corporation partnershipoperating under the 
direction of an independent board representing 
both public and private agency interests in the 
mental retardation field, it will bring together 
and store research and program information lor 
quick retrieval nationwide. 

Other such partnerships include the Project 
FINE mentioned earlier, which is partially 
funded by a Departments Health, Education, 
and Welfare grant, and the National Association 
for Retarded Children-Department of Labor 
On-the-Job Training Project. 

Growth of public-privatepartnerships—manyof 
them informal cooperative arrangements-has 
been particula rly noticeable at the grassroots 
community level, where the crunch of small 
budgets and large need for services is most 
urgently felt. 

But these fragmentary efforts are onlya 
beginning to the partnership effort needed to 
help join public agency, volu ntary organization 
and business-labor resources in a concerted 
application to meeting mental retardation needs. 
Many of the measures recommended earlier 



in this report and in previous reports could and 
should be developed through such joint action. 

Among them: 

• Comprehensive health and child development 
centers in poverty neighborhoods. 

• Vocational and jobeducation, training and 
employment programs for the retarded and 
other handicapped as well as job analysisand 
redesign to better fit retarded workers' skills 
and capabilities to work norms and needs, 

in both service and manufacturing industries. 

• Establishment and operation of 
developmental training facilities for the 
retarded living in rural areas. 

• Government-foundation partnerships formed 
to develop and carry out innovative, 
demonstration and special-need programs in the 
mental retardation field. Such partnerships 
might also absorb some of the cut when federal 
funding of local-based mental retardation 
programs is reduced before the community and 
its agencies are able to assume full program 
support. 

• Development and cooperation of high quality 
residential care facilities that will permit parents 
or guardians of retarded individuals a free 
choice among varying program options. Such a 
choice is available today only to the affluent. 

In addition, states should enter public-private 
partnerships for the development and operation 
of community group homes for the retarded. 

• Continuing operation of a national mental 
retardation public information and education 
campaign. An initial partnership in this area 
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was conducted through the Advertising Council 
by the President's Committee on Mental 
Retardation, the Department of Health, 
Education, and Welfare, The Joseph P. Kennedy, 
Jr., foundation, and the National Association 
for Retarded Children. 

Press, radio and television media made space 
and time contributions worth some $40 million 
during the 3 V 2 *year period of this campaign to 
build awareness and understanding of the 
retarded. 



But the work is just begun. The public is now 
beginningto be aware of the retarded and their 
needs, and many have committed themselves to 
help in service and prevention activities. Such 
commitment, however, has been made by too 
few as yet. A genuine broad acceptance of 
retardation as a major problem of our society 
and of the retarded as fellow human beings 
having individuality, dignity and a personal 
stake in daily life and work is, regrettably, 
still far off. 
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Jjmillion mentally retarded 
nave enough problems 
wittoutyou addingto them. 

you re probably saying 

to yourself, “Why blame me? 

I didnt do anything.” 

That's the problem. 
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How about settling down 
and raising some 
children? 
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Basic Research In Mental Retardation 
And Rapid Translation Of Research 
Results Into Service Program Uses 
Need Continued Encouragement 

Man's curiosity has led him to explore the 
remotest crannies of his planet, go to the sea 
bottom at its deepest, conquer the highest 
mountain peaks, fly out from his earth and 
contemplate voyages tothe stars. 

But there is no greater wonderto be met in 
these voyages than the creature who makes 
them: Man himself . 

And of him we know very little. Almost any of us 
knows more about astrophysics than about how 
the human creature grows and learns. 

Mental retardation is a result of imperfect 
development in the human growing and learning 
processes, Research into its causes, effects, 
prevention and treatment can reveal much to 
us about normal development as well. Thus, 
mental retardation research has implications far 
beyond the condition itself. 

Human development research in recent years 
has made findings of incredible portent. We can 
now see the tiny “tape" of matter, called DNA, 
by which human life in all its individual variants 
is passed from generation to generation, We 
can already ma ke out some of the codings on 
that "tape'* and see howvariations on the tape 
are forerunners of differences— some of them 
“normal" variations such as eye color, some 
of them developmental anomalies— in individual 
human beings. 

As we become more expert at reading the 
codings, we discover that we know enough in 
some cases to predict possibilities and degrees 
of developmental problem risk. Thus, for 
example, from our present knowledge of some 
human chromosome<child development 
abnormality relationships, we can discover some 



of the couples who may produce a retarded 
child. 

At the same time, major strides have been made 
in educational, behavioral and social science 
research. Fully as important as the biomedical 
research reported above, studies in behavior 
and the social sciences have found that human 
behavior can be modified in constructive ways, 
that the ti me of most rapid human growth and 
development is in earliest childhood, and that 
the "programming" from which t he individual 
operates throughout Ills life in making his 
choices and decisions is largely set before his 
formal school learning process begins. 

The basic research that has produced these 
historic findings continues critically needed, as 
does the research and experimentation that 
makes the outcomes of such findings 
conveniently, economically available to every 
American needing them. We urge that h*;man 
development research be included in the first 
rank of the nation's action priorities and that 
broad<based public and private support from the 
health, education, social service, behavior and 
related fields be given to such research. 

In this connection, we applaud President Nixon’s 
action, in early May, directing the Secretary of 
Health, Education, and Welfare to initiate 
detailed research into the relationship between 
malnutrition and mental retardation, 

Equally important for the mentally retarded as 
well as all other Americans is the need for more 
and better information about how we learn, 
Research in this vital area is being carried on in 
often unrelated small fragments throughout the 
nation’s 20,000 school districts and 5.000 
institutions of higher education. Much of this 
research is so narrow«targeted, so esoteric in 
interest and so locked intoa single professional 
discipline as to have little general use or value. 

To stimulate and coordinate research Into the 
baslchuman learning processes, therefore, we 
urge action now on the establishment of a 
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national learning i nstitute or foundation. This 
foundation would particularly promote 
investigations of human learning processes and 
potential that join a number of disciplines. The 
foundation should be a public-private 
partnership organized and funded in much the 
same way as the NationalScience Foundation. 

An aspect of research of critical importance in 
today’s fast-changing and explosively growing 
communities is the study of service delivery 
needs and development of workable grassroots 
systems in response to those needs. Research 
breakthroughs in human development and 
learning wilf be useless unless the findings can 
be translated into services that reach and aid 
people in their homes, schools and work. 

We recommend, therefore, that public agencies 
and private organizations having programs 
relatedtohuman development and learning 
problems such as mental retardation earmarks 
steady portion of their budgets to the 
cooperative evaluation and application of new 
information affecting their programs, 

"one • mi llioN Measles' "cases 

IN NEXT 4 YEARS* COULD COST; ,', 

US. ECONOMY $45,000,000 f?X: 



Lifetime cart for mentally 
ratardad resulting from 
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$29,600,000 
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The Special Needs Of The 
Mentally Retarded Should 
Be Taken Into Account In 
Social And Residential Care Planning 
For The Coming Decades 

Until major mental retardation preventive 
measures have been established and are 
producing results, we must expect and accept 
the fact of a large number of mentally retarded 
individuals in the U,S. population. The best 
estimates place that number presently at 
around 6 million individuals. The total, ol 
course, will grow with the population. 

We must pla n for the lives and careers of these 
retarded In tomorrow’s communities, schools, 
working places, leisure-time programs and 
residentialfacififies. 

And we must make as great as possible 
integration of the retarded into normal 
community living and working patterns the 
objective of that planning. 

In the community of the future there should be 
no such thing as a separate population of 
mentally retarded people for whom there are 
special group programs. 

Thetotalintegrationofthe retarded into normal 
community livi ng. working and service patterns 
is a long-range objective, But now is the time 
to begin worhirjg toward it by creating the 
channels th rough which both the regular and 
special services needed by the retarded can bo 
given In a unified group of public and private 
programs working to help all handicapped 
people realize their full potential. 

One part of meeting thechallenge of bringing 
the retarded humanely and effectively into the 
community of human concern and endeavor 
must be the final eradication of the system that 
crowds large numbers of retarded people 
together in warehouse-like living conditions, No 
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matter how many individuals may be involved— 
whether 5, 50 or 5,000-residentiat and other 
programs for the retarded that are group 
custodial in nature destroy the potential for 
growth and development among those confined 
in them. Such programs are a standing 
reproach to our national professions of 
concern for the individual. 

Every state that has large, mass custody 
programs for the retarded should move 
vigorously to develop quality programs that are 
aimed at habilitation of retarded individuals for 
fullest possible participation in community living 
and work. 



can. These basic rights and responsibilities 
should be expressed in state laws affecting the 
retarded. Only a few states, however, have taken 
steps in this direction. 
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lastly, but far from least significantly, every 
state should review and reform its laws that 
affect the status and rights of the mentally 
retarded. 

Almost all such laws were written half a century 
or more ago and reflect views of the retarded 
that are obsolete. Most, in their assumption of 
incapacity on the part of the retarded are, at the 
least, patronizing. At their worst, they deny.tbeli ... 
retarded individuals a ny opportunity to express/ 
his viewsand take part in the decisions aff| 
his life and career. 

We also recommend thatjh^riatipn'sj 
associations working forjhelfttai 
their efforts to involvef 1 ^ 
groups In the study af.. 
commitment, mfftori^ 
affect tiff retarded. 



Nationalij^W3^gjm<rgroups should 
cooperate In the development of a "BilF 
Rights' 1 otjjhe retarded. (See Page 30.) 

The retarded are due the same inalienabl 
rights to life, protection ofthe laws, dignj 
person and opportunity as all other Amer 
They, too, ffeve responsibilities to themsi 
and theirfellbw citizens to be as signifies 
p^oducingmebibers of the community as 




/? o 



336 




MR. PRESIDENT: 

T he nation has made significant accomplishments in mental retardation 
programs, prevention and research during the past two decades. 

Credit for this achievement belongs to countless people in all walks of 
life. It belongs equally to professional specialists and the parents of 
retarded children, to agency planners and administrators as well as to 
community volunteers, to students and researchers, to teachers, to you 
and your three immediate predecessors in the Presidency of the United 
States, 

The effort has prospered, and will continue to prosper, in direct ratio 
to the interest, involvement and commitment of the American people. 

The fact of some success, however, should not blind us to the vast job 
yet to be done, While some of the retarded now receive the help they 
need to live contributing, fulfilling lives and many receive some help, 
most still live much as before, They are untouched by the hope which 
new programs, methods, knowledge and understanding can bring to 
them. 

In short, we have only begun to do what needs to be done to overcome 
the baleful undertow of mental retardation In American life. Now we 
must move toward decisive advance of that work during the coming 
decade. This will require a mobilization of concern, expertise and prac* 
tical action at all levels in American society, public and private. Vour 
interest and support In this endeavor will give new impetus toward 
ultimate success. 

Within the next few months, Mr. President, we will have for your and the 
nation’s consideration specific reports, with recommendations for iocal, 
state and national action, on the following aspects of mental retardation 
needs and activities: . 

• Habitation and employment of the retarded (a joint report with your 
Committeeon Employment of the Handicapped) 



• The relationships between poverty and mental retardation. 

• Education programs for the retarded, including suggested curricula. 

• Research completed and under way into the relationship between 
malnutrition and mental retardation. 

• Lead poisoning as a caused mental retardation. 

We shall be holding work conferences bringing together program 
experts, community planners, parents, educators and scientific author* 
Ities to explore and make recommendations on; 

• Problems of education in the inner city, with special reference to the 
needs for special education programs for handicapped learners. 

• The introduction and implementation of change in residential 
services for the mentally retarded. 

• Recruitment, training and deployment of manpower resources to 
meet mental retardation service needs. 



Also in preparation are reports, with recommendations, on: 

• The economic costs and impact of mental retardation in the national 
economy. 

• Nationwide needs, problems and change patterns in special educa- 
tion for the retarded as wellasother handicapped. 

• Special needs and problems of the adult mentally retarded. 

• Special needs and problems of the retarded who live in rural areas. 



We ask your aid, Mr. President, in endorsing the release of this report 
to the public and in urging action at all levels for a continuing, effective 
national attack on the problem of mental retardation, 



Declaration of General and Special Rights 



of the entally etarded 



WHEREAS the universal declaration of human rights , adopted by the United 
Rations, proclaims that all of the human family, without distinction of any 
faiid, have equal and inalienable rights of human dignity and freedom ; 

WHEREAS the declaration of the rights of the child , adopted by the United 
Rations , proclaims the rights of the physically , mentally or socially Ixandicapped 
child to special treatment , education and care required by his particular 
condition. 



The International League of Societies for the 
Mentally Handicapped expresses the general 
and special rights of the mentally retarded as 
follows: 

ARTICLE I. The mentally retarded person 
has the same basic rights as other citizens of 
the same country and same age. 

ARTICLE II. The mentally retarded person 
has a right to proper medical care and physical 
restoration and to such education, training, 
habitation and guidance as will enable him 
to develop his ability and potential to the 
fullest possible extent, no matter how severe 
his degree of disability. No mentally handi- 
capped person should be deprived of such 
services by reason of the costs involved. 

ARTICLE HI. The mentally retarded person 
has a right to economic security and to a de- 
cent standard of living. He has a right to 
productive work or to other meaningful 
occupation. 

ARTICLE IV. The mentally retarded person 
has a right to live with his own family or 
with foster parents; to participate in all as- 
pects pf community life, and to be provided 
with appropriate leisure time activities. If 



care in an institution becomes necessary it 
should be in surroundings and under circum- 
stances as close to normal living as possible. 
ARTICLE V. The mentally retarded person 
has a right to a qualified guardian when this 
is required to protect his personal well-being 
nnd interest. No person rendering direct 
services to the mentally retarded should also 
serve as his guardian. 

ARTICLE VI. The mentally retarded person 
has a right to protection from exploitation, 
abuse and degrading treatment. If accused, he 
has a right to a fair trial with full recognition 
being given to his degree of responsibility. 

ARTICLE VII. Some mentally retarded per- 
sons may be unable, due to the severity of 
their handicap, to exercise for themselves all 
of their rights in a meaningful way. For 
others, modification of some or all of these 
rights is appropriate. The procedure used for 
modification or denial of rights must contain 
proper legal safeguards against every form of 
abuse, must be based on an evaluation of the 
soda! capability of the mentally retarded 
person by qualified experts and must be sub- 
ject to periodic reviews and to the right of 
appeal to higher authorities. 



October 24, 1968. 

THE INTERNATIONAL LEAGUE OF SOOIBTIES FOR THB MENTALLY HANDICAPPED 
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A Brief Summary Of 

Recommendations Made By The Committee In Late 1968 



On mental retardation 
In poverty areas 

• Every U.S. child has the right to 
health and education services from 
birth. 

• Supportive manpower for low Income 
area health, educational and social serv- 
ices should be aggressively promoted 
and developed. 

• Rural-serving agencies should pool 
resources to develop regional health, 
special education and social service 
programs, 

i* A community living service, modeled 
on the U.S. Agricultural Extension Serv- 
ice, should be formed. 

• The nation’s youth organizations 
should expand service and Involvement 
activities for and with low Incoma area 
young people. 

• Community development agencies 
should Include the needs of the retarded 
as a factor in their planning. 

• Voluntary family planning and birth 
control services should be available 
through community agencies. 

• Facilities should be located for best 
service to all of a community's mentally 
retarded people. 

On manpower for 
mental retardation programs 

• increased efforts should be made to 
bring both professional specialists and 
supportive workers into mental retards* 
tion programs. 

• Specialists' functions should ba eval- 
uated with a view to transfer of as many 



functions as possible to trained sup- 
portive workers. 

• Federal grants should be made to 
states to assist in volunteer service 
program development. 

• Mental retardation programs should 
develop employee education and train- 
ing programs, 

• The federal government should de- 
velop a mental retardation program staff 
exchange activity. 

On residential services 
for the retarded 

• Improved standards and a system 
of accreditation for residential programs 
for the retarded should be deve loped. 

• The federal governments Hospital 
Improvement and Hospital In-Service 
Training Programs should be expanded, 

• A program for relocating and rebuild- 
ing obsolete residential facilities should 
be established. 

• A system to give parents and guar- 
dians a free choice In selecting residen- 
tial services should be established. 

• A system of loans or grants should be 
established to help private organizations 
develop alternative forms of residential 
service fo.- the retarded. 

• Welfare agencies should earmark a 
portion of their resources for services to 
the retarded and their families. 

• Mental health agencies should take 
leadership in developing services for 
the retarded who are emotionally dis- 
turbed. 
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Principal Publications of The President’s 
Committee on Mental Retardation 



MR 67: The Committee’s first report. Outlines 30 areas in which citizen and 
agancy action can produce progress in combating mental retardation. 

MR 68: THE EDGE OF CHANGE. The Committee's second report. Covers grass- 
roots developments in mental retardation programs. Surveys needs and makes 
recommendations on residential services, manpower development and .poverty- 
mental retardation links. 

MR 69: TOWARD PROGRESS-THE STORY OF A DECADE. Surveys nja)or mental 
retardation research and service developments of the 1960’$, makes recom- 
mendations for programs and approaches to be developed during the 1970’s. 

HELLO WORLD! Popularly written general Information booklet. Illustrates various 
kinds of mental retardation with case stories. Includes action tips for parents, 
community organizations, students, seekers of career and volunteer service 
opportunities. 

TO YOUR FUTURE , , , WITH LOVE. For youth and college students seeking 
meaningful volunteer and career opportunities. 

THE MENTALLY RETARDED IN MODEL CITIES. Report of a workshop, with 
suggestions for planners. 

CHANGING PATTERNS IN RESIDENTIAL SERVICES FOR THE MENTALLY 
RETARDED. A monograph on history, development, problems and possible future 
patterns of residential services for the retarded. 

PCMR MESSAGE, The Committee's newsletter. 6 to 8 Issues a year, Among features 
in recent issues have been articles on*, mental retardation-related papers from the 
XII International Congress of Pediatrics; the future of residential service facili- 
ties; scientific research and mental retardation; a reporter's look at mental retarda- 
tion’s public image; the community volunteer's stake In mental retardation action; 
the retarded victims of deprivation. 

INFORMATION OFFICE NEWS CLIPPING SERVICE, Topical clippings from the 
mental retardation field nationwide. 48 to 50 issues a year. 
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FOREWORD 



Federal support for categorical construction programs is a 
relatively new principle. In fact, prior to 1963, no Federal legislation 
existed to support construction of facilities designed specifically for 
the mentally retarded. 

Since the enactment in 1963 of the Mental Retardation Facilities and 
Mental Health Centers Construction Act (P.L. 88-164), three different but 
interrelated construction programs for the retarded have been initiated: 
Research Centers, University-Affiliated Facilities and Community Facilities. 
As of March 31,1969, a total of 12 Research Centers, 18 University-Affiliated 
Facilities, and 242 Community Facilities had been approved and funded* 

These construction programs were designed to provide assistance in 
three areas of concern; continuing research into the causes and means of 
prevention of mental retardation; inter-disciplinary training of professional 
personnel for research and service careers in both present and newly 
emerging programs; and establishment of a network of facilities where the 
retarded can obtain services in their own communities. 

This publication reviews the current status of these three construction 
programs for the mentally retarded. 

Special acknowledgement is given to Dr. Michael Begab, National 
Institute of Child Health and Human Development and Mr* Vivian Hylton and 
Mr. Ronald Almack, Division of Mental Retardation, Rehabilitation Services 
Administration, for their contributions to this publication. 




(Mrs*) Patricia Reilly Hitt 
Assistant Secretary for 



Community and Field Services 
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INTRODUCTION 



in a breakthrough^of^real^ienif ica^^f °" Me " tal Retardati °" i» 1962 resulted 
This Report „as a I H f ° r mental re tardation programs. 
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y udBca services. i n the same year Congress enarf-eH m a 

^hrMe„t“Tt«L\jo"“iciu?uraS^„Mi H he ith n c ally reurded: 

Act of 1963" (F.L. 88-164). d M 1 Health Centers construction 

Briefly, p.L. 88-164 authorized appropriation of <5329 
five-year period to nrnuiHo. c p n or million over a 

facilities* grants fnr h ra /< ® c ^ or construct ion of mental retardation 
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develop new knowledge for preventing and combattin^mental retar^tion. 

Title I, Part B, authorized project grants to assist in th P 
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Title I, Part c, authorized Federal grants »-« chnh no 

The Mental Retardation Amendments of 1967 (P.L. 90-170) provided 
n!nf!« n j W f^ ant P r °8“ m to pay a portion of the costs for compensation of 
mentally retarded! 6 “ perSOnnel in community facilities for the 
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MENTAL RETARDATION RESEARCH CENTERS 

Research and research training in mental retardation and related 
aspects of human development present unique demands in terms of facilities 
and resources. Recognition of these needs led, in 1963, to legislation 
authorizing construction grants for facilities in which biological, medical, 
social, and behavioral research relating to human development could be con- 
ducted to assist in finding the causes and means of prevention of mental 
retardation and, for finding means of ameliorating its effects. 

Acceptance of applications for construction grant awards under the 
Act authorizing the Mental Retardation Research Centers closed on July 1, 

1967. During the authorized four years of the Mental Retardation Research 
Center Construction Grant Award Program a total of twelve centers were awarded 
to outstanding scientific institutions. During its construction phase this 
program was jointly administered by the Division of Research Facilities and 
Resources and The National Institute of Child Health and Human Development 
(NICHD) . Continuing responsibility for the research program in the centers 
is carried on by NICHD. 

The facilities constructed through the Mental Retardation Research 
Center Program will provide research facilities in particular environments 
where a cohesive program of research and research training can be accomp- 
lished. Most of the centers are large complex facilities in settings where 
a broad spectrum of research on mental retardation can best be carried out. 

A small number of specialized centers which have a concentrated scientific 
focus on a particular aspect of mental retardation are also supported by 
the program. 
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UNIVERSITY OF WASHINGTON, SEATTLE, WASHINGTON 

The Mental Retardation Program at the University of Washington is a 
multidisciplinary university -wide endeavor involving the Medical School, 
Dental School, School of Nursing, School of Social Work, the College of 
Education and the Departments of Psychology and Sociology. 

Research in the biological sciences will include developmental biology, 
perinantal biology and the neurological sciences. Behavioral studies will 
include individual behavior under carefully controlled environmental condi- 
tions, family and peer group interactions, and applied research on testing 
of educational and treatment techniques. The facility will also be utilized 
for research on new methods and materials for the retarded. 

This Center will feature outpatient and residential facilities for 
comprehensive clinical studies of retarded children and will provide re- 
search training programs to prepare physicians and professionals in the 
health related disciplines for research in mental retardation and related 
aspects of human development. 

Total cost of project: $8,290,970 

Federal Share: 6,250,616 

Date of Award: October, 1964 

Estimated completion date: 1969 



ALBERT EINSTEIN COLLEGE OF MEDICINE, YESHIVA UNIVERSITY, NEW YORK, NEW YORK 

This program will be a joint effort of the Departments of Obstetrics 
and Gynecology, Pediatrics and Psychiatry. It will concern itself with 
research problems involving the total human organism, the family and the 
comnunity with special emphasis on factors leading to mental retardation. 




University of Washington, Seattle, Mental Retar- 
dation and Child Development Center 
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Studies in developmental biology will be conducted at all levels, including 
molecular and enzymatic studies of the organ systems. Research will also 
be undertaken in the behavioral and social sciences and ecology. 

The College of Medicine has working arrangements with the Edenwald 
School, a residential treatment center for retarded children, and with the 
New York City Hospital which will enable them to translate new research 
findings into patient care. 

Total cost of projects $5,124,815 

Federal Share: 3,304,000 

Date of Award: October, 1964 

Estimated completion date: 1969 



CHILDREN’S HOSPITAL, CINCINNATI, OHIO 

This Research Center will focus on biomedical research. In addition 
to its pediatric researches the program will include teratology and genetics, 
physiology, biochemistry, and clinical research. It will stress basic re- 
search and research training, and the development of diagnostic and treat- 
ment techniques. 

Areas of study will include malformations resulting from altered en- 
vironment during the developmental period and genetic abnormalities, inborn 
metabolic errors, and various studies of the effects of drugs and infection 
on the fetus "and mother . 

Total cost of project : $3,011,210 

Federal Share: 1,724,000 

Date of Award: July, 1965 

Completion date; July. 1967 




Children's Hospital, Cincinnati, 
Institute for Developmental Research 
3. 
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WALTER E..FERNALD .STATE SCHOOL, WALTHAM, MASSACHUSETTS 



This Center is located on the grounds of an Institution for the retarded 
and will place heavy emphasis on the retarded person as the object 
of study. Interchange with investigators in other fields will be encouraged, 
and research will focus on prevention and amelioration. Among the dis- 
ciplines Included in this research program are neurology, psychiatry, 
pediatrics, epidemiology, experimental psychology, cytogenetics and education. 
An unusual feature of this project Is the close cooperation between the 
Fernald School, Massachusetts General Hospital, and the Harvard Medical School. 



Total cost of project: 
Federal Share : 

Date of Award : 

Estimated completion date: 



$1,790,000 
827 ,000 
May 1965 
1969 



GEORGE PEABODY COLLEGE FOR TEACHERS, NASHVILLE, TENNESSEE 

This College has a long and productive history of research and training 
in the field of mental retardation but in a circumscribed area of the 
behavioral sciences. The new Center will make possible the expansion of 
interdisciplinary research efforts and research training for a wider range 
of behavioral scientists and for collaborative research with biomedical 
disciplines at Vanderbilt University. 

In the newly created Division of Human Development, the program will 
primarily be directed at the educational, psychological and sociological 
aspects of mental retardation with strong emphasis on cultural deprivation. 
The uniqueness of this research program lies in its relatively narrow but 
powerful thrust on these vital dimensions of the problem. 



Total cost of project: 
Federal Share: 

Date of Award : 
Completion date: 



$3,543,547 
2,492,900 
May, 1965 
November, 1967 




George Peabody College for Teachers, 
Nashville, Tennessee 
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UNIVERSITY OF CALIFORNIA, LOS ANGELES, CALIFORNIA 

The main focus of the research program in this Center will involve a 
combined biological and behavioral approach to the problem of mental retar- 
dation. It envisions cooperative studies among the Departments of 
Psychiatry, Neurology, Pediatrics, Biochemistry and other Divisions within 
the Medical School, as well as the Departments of Sociology and Psychiatry. 
Collaborative studies of a basic and clinical nature related to mental re- 
tardation will be undertaken. 

The University has also received approval for the construction of a 
clinical facility for training and demonstration under Part B, Title I of 
the P. L. 88-16^. These activities will be closely coordinated with those 
of the research ceutei*. 



Total cost of project: 
Federal Share : 

Date of Award : 

Estimated completion date: 



$2,588,970 
1,710,000 
January, 1966 
1969 



CHILDREN 'S HOSPITAL MEDICAL CENTER, BOSTON, MASSACHUSETTS 

This Center is closely af filiated with the Harvard Medical School and 
proposes an interdisciplinary research program directed toward the under- 
standing, prevention and amelioration of the handicapped and the mentally 
retarded. The research team will include representation from experimental 
neurological sciences, behavioral sciences, genetics, metabolism and clinical 
research. 




Children's Hospital Medical Center, 
Boston, Massachusetts 
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This action is the largest single commitment in the Institution’s 
history to research in a given field. 



Total cost of project: 
Federal Share: 

Date of Award: 



$4,140,337 
2,470,000 
January, 1966 



Estimated completion date: 1970 



UNIVERSITY OF KANSAS, LAWRENCE, KANSAS 

The University of Kansas has a unique plan for the location of three 
research and research training units* at the Kansas Medical Center, the 
main campus of the University at Lawrence, and the Parsons State Hospital 
and Training Center, an institution for the retarded. 

The long-range multidisciplinary research program is broadly conceived 
and focuses on biomedical and behavioral research relevant to mental re- 
tardation, Each of the three settings will emphasize a specific area of 
research. Studies at the Medical Center will include reproductive physiology, 
biochemistry, neurophysiology and fetal and neonatal pathophysiology. 

Studies on learning, language, and social behavior will also be conducted. 

At the Lawrence campus, research will feature residential and preschool 
studies of behavioj; and the processes of socialization, communication, and 
learning. The program at Parsons will stress research in training of 
children with deficits in language, socialization and adaptive behavior, in 
academic attainment and vocational skills. 

Total cost of project: $2,921,978 

Federal Share: 2 ,150 .,000 

Date of Award: September, 1965 

Estimated completion date: 1969 



UNIVERSITY OF COLORADO, DENVER COLORADO 

Strong research programs in neurophysiology, neuropharmacology, be- 
havioral sciences , developmental pediatrics, cytogenetics, nutrition, de- 
velopmental and lipid biochemistry, and neurochemistry form the basic 
science research core of the Colorado center. 

The Wheatridge State Home and Training School, the Colorado mental 
retardation training facility, and State and community health resources 
will provide additional resources for research through a coordinated program. 
Special studies in family and community health will be possible through 
these extra resources. Epidemiological and population genetic studies will 
be conducted among the special populations resident in Colorado and the Southwest. 

Total cost of project; $442,647 

Federal Share : 296,100 

Date of Award: December, 1966 

Completion date: 1968 
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UNIVERSITY OF NORTH CAROLINA, CHAPEI. HILL, NORTH CAROLINA. 

The University of North Carolina Child Development and Mental Retardation 
Research Center plans a broad program of research Involving medical, 
psychological, educational and social sciences. 

Two separate but administratively unified facilities will be con- 
structed, The medical research facility will house a comprehensive re- 
search program including research in the clinical and basic sciences of 
medicine and health related disciplines. 

The psycho-educational facility will consist of a unique arrangement 
of educational and care facilities with supporting research laboratories. 

The central research theme will be long-term, longitudinal studies of 
retarded children and children at risk of becoming retarded. Beginning 
in infancy or early age and continuing through the elementary school years 
of the children will be provided with a carefully engineered program and 
environment designed to enhance their intellectual, social and emotional 
development. Medical research here will include studies of the impact of 
optimal health care and the consequences of infectious diseases on develop- 
ment . 



Total cost of project: 
Federal Share; 

Date of Award: 

Estimated completion date: 



$3,423,241 
2,439,400 
September, 1966 
1970 



UNIVERSITY OF CHICAGO, CHICAGO, ILLINOIS 



An award for moveable research equipment was made to the University of 
Chicago to assist in equipping their Joseph P, Kennedy, Jr, Mental Retardation 
Research Center located in Wyler Children’s Hospital, The research center 
is contiguous with the Chicago Lying-in-Hospital which provides a resource for 
studies of prematurity and obstetrical conditions leading to retarded development. 

Research in the center will focus on cytogenetics and population genetics, 
enzyme development, neurological and hematological investigations, bio- 
chemistry, virology, respiratory physiology, and developmental studies. 



Moveable research equipment award only. 



Amount of Award: 
Date of Award: 
Comp letion date : 



$59,300 

September, 1966 
March 1967 
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UNIVERSITY OF WISCONSIN CENTER, MADISON, WISCONSIN 

The University of Wisconsin Center plans a broad, comprehensive research 
program involving the biomedical, behavioral, social and educational sciences. 
The Biomedical Sciences Unit will provide for research in neurophysiology, 
neurometabolism and nutrition, and neuroendocrinology and reproduction. 
Programs proposed for the Behavioral and Social Sciences Unit will focus on 
genetic and environmental factors in infant development; basic behavioral 
developmental processes; learning in educational situations; communication 
processes; and, family and social factors. The Central Wisconsin Colony 
will be closely integrated into the research and research training activities 
to assure coverage of the problems of the institutionalized retardate. A 
University-Affiliated Facility and program under common administration will 
provide a close relationship of center activities to clinical training. 

Total cost of project: 

Federal Share: $2,263,000 

Date of Award: January 26, 1967 

Estimated completion date: 1971 
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APPROPRIATIONS AND APPROVED APPLICATIONS FOR 
MENTAL RETARDATION RESEARCH CENTERS 
December 31, 1968 




FISCAL YEAR 


APPROPRIATION 


APPLICATIONS 

APPROVED 


FEDERAL SHARE 


TOTAL 




12 


$25,986 ,316 



Institutions 


Total Cost 


Federal Share 


Estimated and/or 
Completion Date 


University of Washington, 
Seattle, Washington 


$8,290,970 


$6,250 ,616 


1969 


Albert Einstein College of 

Medicine, Yeshiva University 
New York, New York 


5, 124,81 5 


3,304 ,000 


1969 


Children's Hospital 
Cincinnati, Ohio 


3,011,210 


1,724 ,000 


July 1967 


Walter E. Fernald State School, 
Waltham, Massachusetts 


1,790,000 


827,000 


1969 


George Peabody College for 

Teachers, Nashville, Tennessee 


3,543,54 7 


2,492,900 


Nov. 1967 


University of California 
Los Angeles, California 


2,588,970 


1,710,000 


1969 


Children’s Hospital Medical Center 
Boston, Massachusetts 


’ 4,140,337 


2,470 ,000 


1970 


University of Kansas, 
Lawrence, Kansas 


2,321,978 


2,150,000 


1969 


University of Colorado, 
Denver, Colorado 


442,647 


296, 100 


April 1968 


University of North Carolina, 
Chapel Hill, North Carolina 


3,423,24 1 


2,439,400 


1970 


University of Chicago, 

Chicago, Illinois (Moveable Research 

Equipment Award) 

University of Wisconsin, 

Madison, Wisconsin 7,000,000* 


i 

59,300 

2,263,000 


1967 

1971 


TOTAL .... 


$39,647,715 


$25,986,316 




* - Includes Estimated Cost of Both Research Center 
University-Affiliated Facility. 


and 
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UNIVERSITY-AFFILIATED FACILITIES CONSTRUCTION PROGRAM 
FOR THE MENTALLY RETARDED 



The program of Federal assistance for the construction of University- 
Affiliated Facilities for the mentally retarded was authorized under 
P.L. 88-164, "The Mental Retardation Act of 1963", and extended until 1970 
under the Mental Retardation Amendment s of 1967 (P.L. 90-170). This program 
provides grants for the construction of University-Affiliated Facilities 
with programs for the mentally retarded and persons with related neurological 
handicapping conditions. Eighteen university-affiliated facilities have 
been approved for funding. 

The primary purpose of the University-Affiliated Facilities Construction 
program is to provide facilities for the clinical training of professional 
and technical personnel essential for diagnostic services and the care, 
education, training, and rehabilitation of the mentally retarded individual 
and his family. Each facility is encouraged to conduct a comprehensive inter- 
disciplinary training program integrating and coordinating the full range 
of professional and technical personnel concerned with mental retardation so 
that each discipline may be fully familiar with its own contributions and 
those of related disciplines to the total effort in the field of mental 
retardation. A full range of individual and group services and demonstration 
of new techniques and concepts in services for the mentally retarded are 
considered important elements in University-Affiliated Facility programs, and 
research incidental or related to activities conducted within the facility 
is authorized. 

This construction program is administered by the Division of Mental 
Retardation, Rehabilitation Services Administration, Social and Rehabilitation 
Service, U. S. Department of Health, Education, and Welfare. The following 
descriptions review the types of facilities and programs which have been 
supported with these funds and the current status of their construction. 
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1. UNIVERSITY OF ALABAMA MEDICAL CENTER AT 
BIRMINGHAM AND TUSCALOOSA, ALABAMA 

The University of Alabama program is based at two locations, one 
in Birmingham and the other at Tuscaloosa. 

The Medical School at Birmingham presently maintains a variety of 
services for the mentally retarded which serve as a base for training and 
will be expanded to increase diagnostic and evaluation capability and 
capacity coupled with an intensive program of treatment and professional 
training in various disciplines. 

The Tuscaloosa facility presently provides specialized graduate 
training in a variety of disciplines including clinical psychology, 
experimental psychology, social work, special education, and communication 
disorders. Interdisciplinary clinical, research and educational programs were 
developed as a part of the Center program. 

The Partlow State Hospital, located adjacent to the Tuscaloosa 
campus, with an inpatient population of 2,000, will utilize to maximum 
advantage the behavioral sciencer faculty at the main University. Inter- 
disciplinary training utilizing ji*int appointments in the University and 
the facility and the dual relationship, with the Univarsity and Partlow 
School, will result In the application of knowledge of recent advances 
in research, training and service for the mentally retarded. 

Training programs are coordinated through an advisory council 
consisting of the Deans of Medicine, Dentistry, Arts and Sciences, Education 
and the Graduate School. An interdisciplinary advisory committee consisting 
of the Chairman of the subgroups in the various schools and colleges of the 
University supervises training. The council, the committee and the 
Directors of the Tuscaloosa and Birmingham facilities are under the 
administrative direction of the Vice President of the University for 
Medical Affairs. 
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Total Cost: $2,907,326 

Federal Share: 2,180,494 

Date of Award: November 1965 

Completion Date: Tuscaloosa: October 1968 

Birmingham: January 1969 




University of Alabama Medical Center, Birmingham, Alabama 



2. UNIVERSITY OF CALIFORNIA, NEUROPSYCHIATRIC INSTITUTE, 

LOS ANGELES, CALIFORNIA 

The Mental Retardation University-Affiliated Facility of the 
University of California Neuropsychiatric Institute is housed in a new 
four-story addition to the existing UCLA Medical School Complex. 

The Mental Retardation Unit provides three 20-bed wards, one for 
young severely retarded children, one for ambulatory retarded children, 
and one for older children with varying degrees of retardation. The 
fourth floor houses the school facilities. 

All children coming to the UCLA Medical Center, both inpatients and 
outpatients, are screened in the general pediatric clinic, and mentally 
retarded patients are referred to the Neuropsychiatric Institute for 
extensive diagnostic studies and evaluation. The outpatient department 
functions as a part of the total program at the present time. The major 
effort in mental retardation has been based at the Pacific State Hospital 
at Pomona, and the center will provide a facility to bring widely 
distributed services and training sites together. 
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The inpatient and outpatient evaluation and treatment program is 
utilized to support the interdisciplinary training effort that is being 
undertaken. Students in fields such as psychiatry, pediatrics, other 
branches of medicine, psychology, social work, special education and 
nursing are receiving training. All students have an opportunity for 
close interaction with extensive research programs carried out in the Center 
for Research in Mental Retardation and Related Aspects of Human Development 
funded under Title I, Part A, P.L. 88-164. 



The State Department of Mental Hygiene will provide basic research 
and training support for the center. The Schools of Education and 
Social Work of UCLA are associated with the Pacific State Hospital in 
coordinated research efforts. The interdisciplinary training program is 
broadly based within the center and is allied with the interdisciplinary 
research training program supported by the State and the U.S. Public 
Health Service. 



Total Cost: 
Federal Share; 
Date of Award; 
Completion Date: 



$6,330,00 0 
2,638,335 
July 1965 
December 1968 




University of California, Neuropsychiatric Institute 
Lob Angeles, California 
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3. JOHN F. KENNEDY CHILD DEVELOPMENT CENTER AM) B. F. STOLINSKY RESEARCH 
LABORATORIES, UNIVERSITY OF COLORADO, DENVER, COLORADO 

The Center is adjacent to an existing day care center located on the 
main campus of the Medical School. It is a three story building providing 
space for pediatricians, nurses, clinical psychologists, social workers, 
nurses, nutritionists, dentists, audiologists and speech therapy personnel 
in training. A special feature of the Center is a large indoor play area 
and school room where children may be observed. 

Students from the Schools of Social Work and Psychology of the 
Denver University will be assigned to the Center. Students from the 
Departments of Physical Medicine and Special Education of Colorado 
State University will also be provided with training opportunities in 
an interdisciplinary teaching environment 



The importance of the Center in the overall State effort is exemplified 
by the Center's designation as a Regional Center in Mental Retardation. 
Training programs are coordinated through the Director of the Center who 
has a Medical School appointment/ Interdisciplinary research and clinical 
efforts in the Stolinsky Laboratories associated with the Center are being 
conducted to discover the causes, prevention and treatment of developmental 
deviations and their attendant emotional disorders. 



Total Cost: 
Federal Share: 
Date of Award: 
Completion Date: 



$602,884 
369,000 
January 1966 
July 1968 




Johh F. Kennedy Child Development Center and B. F. StolinBky 
Research Laboratories, University of Colorado, Denver, Colorado 
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4. GEORGETOWN UNIVERSITY, WASHINGTON, D. C. 

The University-Affiliated Center, which Is an integral part of the 
Medical School complex, will be directed toward meeting the needs of the 
training effort related to: (a) more complete diagnostic evaluations 

(b) longitudinal management and rehabilitation of the mentally retarded 

(c) training of medical students, physicians and nurses. The social 
behavioral components In training Involve other local universities, e.g., 
psychology students come from Catholic University, special education 
students from George Washington University, and social work students 
from Howard University under a consortium agreement to assure inter- 
disciplinary training In which training content Is determined by the 
affiliated universities. A small preschool nursery Is staffed by the 
St. Johns Developmental School, a community facility. The District of 
Columbia, Virginia, and Maryland Departments of Vocational Rehabilitation 
will provide patient prevocation evaluations and will be closely allied with 
the Center , 

Emphasis In the intramural phase of the program will be on early diagnosis 
and comprehensive programming for the preschool child. Diagnostic 
classrooms will be an essential resource for the program, with a special 
Interest In individuals having both auditory and visual handicaps. 

Training In inpatient care will be provided in a 29-bed unit. 

The Center will offer training in the fields of social work, special 
education, sociology, theology, and law, in addition to the biomedical 
professions, in an interdisciplinary approach to the problems of mental 
retardation. An extramural program directed at existing community resources 
of high quality will allow training progransand services to be integrated Into 
the comprehensive needs of the mentally retarded in the metropolitan 
Washington area. 

Total Cost: $2,000,000 

Federal Share: 1,500,000 

Date of Award: February 1965 

Estimated Completion Date: October 1969 




Georgetown University, Washington, D. C. 
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5. UNIVERSITY OF MIAMI, MIAMI, FLORIDA 

The Mailman Child Development Center will be located on the campus of 
the School of Medicine of the University of Miami, within the immediate 
vicinity of the Jackson Memorial Hospital and the National Children's Cardiac 
Hospital, which are teaching hospitals for the Medical School* 

The Center provides an opportunity to make training in mental 
retardation a part of the learning experience of all medical, nursing, 
psychology, social work, special education, speech and law students. 

Students from the University of Miami , Florida State University, Barry 
College and the University of Florida will participate in the training 
programs. The programs will be devoted to seeking the causes and means of 
prevention as well as the methods of ameliorating psycho-social and 
medical effects of mental retardation and other handicapping conditions. 

Training programs are under the supervision of a Director appointed by 
the President of the Main University. The Director serves as chairman of 
the interdisciplinary training committee whose members are selected by the 
Dean of the appropriate schools or colleges in the University. 

Patients are admitted by referral from community and social agencies 
as well as private physicians. They will range in age from infancy to the 
older adults, and all levels of retardation will be seen and evaluated. The 
bulk will come from Dade and Broward Counties; however, there will be no 
geographical restrictions on admission. 

Total Cost: $4,872,575 

Federal Share: 3,054,432 

Date of Award: November 1966 

Estimated Completion Date; December 1970 




University of Miami, Miami, Florida 
16. 
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6. GEORGIA RETARDATION CENTER, GEORGIA DEPARTMENT OF PUBLIC HEALTH, 

ATLANTA AND ATHENS, GEORGIA 

A facility located in Atlanta and a satellite facility to be built In 
Athens on the University of Georgia campus will comprise the Center. 

Atlanta 

The University Affiliated Center for the mentally retarded will be a 
part of a large State residential Mental Retardation Center In Atlanta. This 
comprehensive residential facility will serve approximately 1,000 resident 
retardates, and provide day care services for an additional 500 retardates. 
The following colleges and universities will be affiliated In the training 
programs of the Atlanta facility In the disciplines as indicated: 1. Atlanta 

University - special education and social work; 2. Interdenominational 
Theological Center - religious therapy; 3. University of Georgia - speech 
and hearing, recreation for the handicapped, special education, child 
development, guidance and counseling, vocational rehabilitation, psychology, 
and sociology; and 4. Emory University - pediatrics, psychiatry, physical 
medicine, physical therapy, occupational therapy, special education, nursing, 
psychology, sociology, religious therapy, and speech and hearing. All of 
the affiliated training programs will be at the graduate level, and the 
facilities will be made available insofar as practicable for undergraduate 
instruction. 

Training programs are conducted through an an Advisory Board for 
Training chaired by the Assistant to the Superintendent for the Georgia 
Retardation Center with members representing each university or college 
affiliated with the Center. 



Athens 

The Athens Facility at the University of Georgia will accommodate A0 
short term residents and 40 retardates in the day care program. The Facility 
well serve as a laboratory to teach diagnostic and therapeutic measures for 
speech patho logists in language, speech, and hearing problems of the 
mentally retarded. The University of Georgia, Department of Psychology 
presently conducts a psychological clinic as part of the program for train- 
ing of clinical psychologists. 



364 



Total Cost: 



Atlanta $17,387,852 
Athens 2,137,248 



Federal Share: 



Atlanta $ 1 , 206 , 450 
Athens 1,887,713 



Date of Award: 



Atlanta June 1969 
Athens June 1969 



Estimated Completion Date: Atlanta June 1969 

Athens December 1969 




Georgia Retardation Center, Dekalb, Georgia 



7. INDIANA UNIVERSITY MEDICAL CENTER 

INDIANAPOLIS AND BLOOMINGTON, INDIANA 

This Center for Mental Retardation consists of two facilities, one 
at the Indiana University Medical Center, Indianapolis, and the other at 
the Indiana University Campus in Bloomington, Indiana. 

Primary training responsibility for student trainees will be under 
the direction of the appropriate departments. The program will be ad- 
ministered by two working committees and a steering committee under the 
direction of the Vice President for Research and Advanced Study at 
Indiana University. These working committees are the Professional 
Advisory Committee, Riley Child Development Center, and the Professional 
Advisory Committee. 



This Facility will become a part of the Riley Hospital for Children, 
which is the only hospital in the State devoted entirely to the care of 
children. It has served as a referral Center for all difficult cases of 
pediatric diagnosis and treatment, and over 507. of the children are referred 
from throughout the State to the hospital. At least 40*4 of the children seen 
in the outpatient clii:ic are diagnosed as mentally retarded. Family 



Riley Hospital Child Development Facility, Indianapolis 
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interactions that are critical to mentally retarded youngsters have long 
been explored. 

The physical plan of the Facility takes into account the latest 
trends in patient care, particularly ambulatory services. The consul- 
tative diagnostic and treatment clinic serves as a comprehensive 
consultation service to physicians within the State and also serves as 
a major educational activity at the Medical School. Pediatric residents 
are assigned to the Facility for three-month periods, and senior medical 
students are assigned to the clinic as part of a six-week pediatric 
training program. Students from the School of Nursing and the allied 
health professions, i.e., social work, psychology, audiology, occupational 
therapy, and speech therapy, attend sessions within the Facility. 

As each patient is diagnosed and evaluated, an effort is made to 
de'velop continuity care and the designation made of specialty clinics which 
will be beneficial to the retardate after his return to the referring 
physician or his home. 

Indiana University Developmental Training Facility, Bloomington 

This Facility is located adjacent to the laboratory school. 

The Bloomington Facility will house 48 children in eight "home units" 
arranged as "row housesV Each unit will be autonomous in that it will 
have the normal features found in a home and an attached apartment for 
cottage parents who will provide a home atmosphere and individuality for 
each unit. 

Coodination of training programs between the Riley Hospital Child 
Development Facility and the Indiana University Developmental Training 
Facility will be established. The Bloomington Facility will profit from 
consultation and guidance received from the Indianapolis Facility in the 
areas of pediatrics, neurology, psychiatry, nursing, and social work. 
Likewise, th<2 Indiana University at Bloomington will provide consultation 
to the Riley Facility in the behavioral sciences, speech and hearing, 
special education, counseling and recreation. 



Total Cost: 
Federal Share: 
Date of Award: 
Completion Dates: 



$4,277,635 
3,157,231 
December 1965 

Riley Hospital: January 1970 

Bloomington: August 1969 
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Indiana University Developmental Training Facility, Bloomington, Indiana 



8. UNIVERSITY OF KANSAS AND PARSONS STATE HOSPITAL: LAWRENCE, 

KANSAS CITY, AND PARSONS, KANSAS 

The University-Affiliated Facility to be constructed in Kansas will 
consist of three buildings - one to be located at the University of Kansas 
at Lawrence, one at the Kansas University Medical Center at Kansas City, 
and one at the Parsons State Hospital. These Facilities will be adjacent 
or additive to the three buildings comprising the Kansas Center for 
Research in Mental Retardation and Human Development currently under 
construction. The multiple locations of the Kansas combined Center 
facilities make possible the utilization of varied research and clinical 
training resources. The three locations allow for the exploitation of 
resources of: (1) the academic community with its faculty and student 
population; (2) a modern medical center located in the heart of a 
metropolitan area; (3) a progressive residential construction project. 
Construction funds for the Kansas Center for Research in Mental Retardation 
came from Title i. Part A, P.L. 88-164. The combined Center in Mental 
Retardation will be coordinated by and administratively responsible to 
the Bureau of Child Research of the University of Kansas. Since 1957, the 
Parsons State Hospital, the Kansas University Medical Center, and the 
Bureau of Child Research have been engaged in behavioral and biological 
research and interdisciplinary training on a cooperative basis. The new 
construction will make possible the expansion and long-term projection of 
these activities. 

The Medical Center serves the State of Kansas and adjoining areas as 
a major referral center for individuals with all types of behavioral and 
diagnostic problems. The University-Affiliated Facility will provide 
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service and training programs on each campus to improve comprehensive 
evaluation for patients. In addition both patients and their families will 
have access to a comprehensive longitudinal care program centrally directed. 

Training programs are conducted in an interdisciplinary environment 
in pediatrics , special education, psychiatry, nursing, speech and hearing, 
psychology, dietetics and nutrition, and social service. 

The Lawrence Facility will draw upon all of the resources of the 
University and will include a large number of trainees which will serve os 
a primary resource for recruitment and for pre-professional training. The 
staff of the Lawrence Facility will share responsibilities at the other 
two settings in the training of disciplines mentioned above, and an emphasis 
on developmental factors will be stressed in the following areas; parent 
counselling, behavioral training, the importance of community and environment 
social and educational skills, and learning processes . 

Parsons State. Hospital and Training School 



Tile Facility at the Parsons State Hospital and Training School will 
consist of a medical evaluation treatment section, a behavioral and evaluatio 
section, and a section for audio-visual production. The plan for training 
clinical specialists at both Parsons and Kansas City will enable the 
training coordinators to draw upon resources of both the Research Center and 
the University-Affiliated Facility. 



An administrative and coordinated structure has been organized in such 
a way that the levels of training responsibility are specified. A training 
director at each Facility will be responsible to the Center Director, 
stationed on the Lawrence Campus. The training staff will stress the 
importance of interdisciplinary training and the need for proper utilization 
of inter-campus resources. 



Total Cost; 

Federal Share: 

Date of Award: 

Estimated Completion Date: 



$3,860,000 
2,729 ,400 
April 1969 
December 1970 







University of Kansas University-Affiliated Facility 
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9. THE JOHN F. KENNEDY INSTITUTE (CHILDREN'S REHABILITATION INSTITUTE) 
BALTIMORE, MARYLAND 



The Children's Rehabilitation Institute is affiliated with the 
Johns Hopkins University Medical School and faculty recognition and status 
has been given to the Institute staff. The Institute is placing major 
emphasis on the following 3 program areas of greatest concern: (a) recruit- 

ment of high-caliber students and personnel from all disciplines to the 
field of mental retardation, (b) providing broader training and concepts for 
all Johns Hopkins medical, nursing and professional personnel who come in 
contact with the retarded and (c) helping to foster interdisciplinary under- 
standing of the problem of mental retardation in the medical school, un- 
iversity, and the community. 

„ The program within the Facility stresses the importance of the 
habilitation of the mentally and physically handicapped child. Special 
emphasis is placed on the treatment of both the child and family by 
flexible use of inpatient and outpatient services with the primary aim 
of returning the patient to the community as a functioning member of society. 
The Institute makes full use of the multidisciplinary clinic approach by 
providing a full range of diagnostic, evaluation and therapeutic services. 
Such services help develop a better understanding of the problem and make 
possible better long-term management of the child by the family. 



An experimental school with a flexible curriculum and program for 
students ranging in age from five through twenty-one years is included in the 
institute. The school program includes prevocational training, sheltered 
workshop and work study programs. Residential patient care as well as 
training for parents is being provided in two residential units where parents 
are encouraged to live for a few days in order to obtain instruction as to 
the special needs and best methods of handling their particular child. 

Total Cost: $3,147,000 

Federal Share: 2,360,250 

Date of Award: February 1965 

Completion Date: November 1967 




The John F. Kennedy Institute (Children's Rehabilitation Institute) 
Baltimore, Maryland 
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THE CHILDREN' S HOSPITAL MEDICAL CENTER, BOSTON, MASSACHUSETTS 



hospital 0 f Harvard Unltemty^ra^ood 0 prlnclpal P ed iatrlc teaching 
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special education for tralnees^ssiened Physia f 1 thera Py. audiology, and 
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Total Cost: 
Federal Share: 
Date of Award: 
Completion Date : 



$1,276,500 
863,250 
July 1965 
December 5, 



1967 
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11. EUNICE KENNEDY SHRIVER CENTER, WALTHAM, MASSACHUSETTS 



The Walter E. Fernald State School for the Mentally Retarded, which 
is affiliated with the Massachusetts General Hospital and through it, 
with Harvard University, is the site of both a University-Affiliated 
Facility and a Center for Research on Mental Retardation. The Center 
for Research received a separate award of funds under Part A of P.L. 88-164. 
These two new units make up the Eunice Kennedy Shriver Center. The 
Center has two main purposes: 

(1) To establish research and professional training programs in 

all the disciplines concerned with the care of the retarded; and 

(2) To utilize the talents and accomplishments of the research and 
professional training staff to develop outstanding service 
programs for both the outpatient and the residential units. 

Research programs are conducted in biochemistry, dentistry, epidemiology, 
genetics, neurology, neuropathology, pediatrics, psychology, psychiatry 
and special education. There are professional training programs in these 
same disciplines and also neuroradiology, nursing, nutrition, occupational 
therapy, opthalmology , physical therapy, social service, speech pathology 
and audiology. In addition to the affiliations with Harvard University, 
joint training and research programs have been established with Boston 
College, Boston University, Brandeis University, Emerson College, the 
Massachusetts Institute of Technology, Simmons College and Tufts University. 

Service programs are being carried out in close cooperation with 
the recently developed Statewide plan. Emphasis has been on the development 
of community resources, particularly those which offer alternative patterns of 
care to residential placement for the mildly and moderatly retarded, and the 
provision of a therapeutic residential environment which will encourage the 
emotional, social and intellectual development of the profoundly and severely 
retarded. 



Total Cost: 
Federal Share: 
Date of Award: 
Completion Dates: 



$2,219,300 
724,725 
April 1965 

University-Affiliated Center - April 1967 
Research Center - November 1967 
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Eunice Kennedy Shrlver Center, Waltham, Massachusetts 



12. NEW YORK MEDICAL COLLEGE 

NEW YORK, NEW YORK 

The University-Affiliated Facility is an integral part of the New 
York Medical College complex. The Medical College has operated a 
retardation Center since 1950 and has an ongoing inter-disciplinary approach 
to training, service, and research in the field. The University-Affiliated 
Facility will allow an additional 500 persons to be accepted for evaluation 
and service annually. A 20-bed inpatient wing will provide intensive 
diagnostic, treatment, and training resources, and opportunity for 
observation of family-patient inter-action. 

New York Medical College will improve the clinical competence of its 
training programs, by utilizing the Facility to provide a focal point for 
the diagnosis, care, treatment and rehabilitation of the retarded. With 
the additional facilities, it is expected that the Facility will accept 
500 additional patients annually for evaluation and service. An inpatient 
wing of the proposed Facility will provide 28 beds for intensive diagnosis, 
treatment, services and training. Children from infancy through adolescence . 
will be admitted; however, the Facility will serve patients at all levels 
of retardation — profound, severe, moderate, mild and border line. 

The Administrative Director of the Facility is appointed by the 
Dean of the Medical School. The Director is responsible for the 
coordination of training from the affiliated universities: Columbia 

University, Fordham University, New York University. 

Training programs will be conducted in pediatrics, psychology, 
neurology, psychiatry, social work, speech, nutrition, nursing, vocational 
rehabilitation, special education, physical and occupational therapy, 
dance, music and art therapy. The Training Program in mental retardation 
will include all levels of retardation. A variety of individuals, from 
profoundly to mildly retarded, with associated handicaps, will be 
represented in the clinical population. Provision is made for re-evaluation, 
longitudinal studies and management. 
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Total Cost: $4,000,000 

Federal Share: 3,000,000 

Date of Award: December n 1965 

Estimated Completion Date: June 19/0 




New York Medical College, New York 



13. UNIVERSITY OF NORTH CAROLINA 
CHAPEL HILL, NORTH CAROLINA 

The Developmental Evaluation Clinic which is a part of the Child 
Development Center will be located within the University of North Carolina 
School of Medicine complex. Included in this complex.are the following 
Training Programs: Nursing, Public Health, Dentistry, Pharmacy, Education, 

and Psychology. 

The Child Development Center is situated in the middle of the 
University of North Carolina Medical complex which operates within the 
University administrative structure as a portion of the Division of Health 
Affairs. An Advisory Training Committee to'the Child Development Center is 
responsible for the development, evaluation and the design of specialized 
Training Programs. The members of the committee represent jthe various schools 
and colleges of the total University structure and report to the appropriate deans. 

The primary function of the ’Clinic will be the training of 
professional and specialized personnel in the diagnosis, treatment and manage- 
ment of retarded children. Other major responsibilities will include working 
with practicing physicians and state-supported clinics throughout the state, 
and problem patients from these sources will be accepted and returned to the 
community after a comprehensive work-up. The Clinic will be responsible to the 
program director of the Child Development Center and to the advisory committee 
for policies and programs. It will consist of two related units: (1) the 

outpatient facility for intensive evaluation, and (2) a day care facility 
for retarded children. The outpatient facility will be staffed by a multi- 
disciplinary team to evaluate deviations from normal development and the 
establishment of treatment programs for the retardates and their families. 
Longitudinal follow-up will be a part of the clinic operations. The day care 
center will be utilized as part of the treatment program and will likewise 
involve a wide variety of necessary disciplines. 
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Approximately 150 new retarded patients will be seen and evaluated 
annually and a follow-up system will be instituted to cover a minimum period 
of 5 years and return visits will eventually increase from 1,000 to 1,200 
annually. Twenty children will be enrolled in the day care unit. The day-care 
facility will serve as a diagnostic facility for prolonged observation of 
children suspected of mental retardation. 

Total Cost: $667,748 

Federal Share: (UAF) 500,811 

Date of Award: November 17, 1^66 

Estimated Completion Date: June 1970 




14. THE OHIO STATE UNIVERSITY, COLUMBUS, OHIO j 

This University-Affiliated Facility will provide programs in 
twenty-six areas concerned with prevention and problem solving in mental 
retardation. The Facility will also contain programs to train child trure 
aides, home instructors, developmental and remedial physical educators, and 
will conduct a wide range of tutorial seminars and training sessions for 
currently active professional and non-degree candidates. 

Coordination with the State mental retardation plan for Ohio insures } 

that the program will meet the realistic needs of the community and theregion. 

The training and planning has been interwoven with the community needs and i 

is based upon interdisciplinary evaluations, management, and long-term \ 

planning. Training programs will be coordinated through a training committee ) 

which represents the appropriate schools and colleges, all of which are on the 
same campus. j 
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The various colleges within the University have been quick to grasp 
the opportunities which the Facility training program provides: extension 

of the breadth of current training programs and Introduction of significant 
areas of research for more effective prevention and limitation of the Impact 
of mental retardation on the child. 



Referral of children and their families, or young adults will be 
made by health, educational, or social agencies as represented by the family 
physician, the public health nurse, the school principal, a special class 
teacher, the county welfare agency or a professional person with a voluntary 
health agency. The children to be seen will range from the mildly to the 
profoundly retarded. The age range is expected to be 0-21 years, however, 
older persons may be considered for assessment. 

From the ambulatory or outpatient evaluations area, arrangements can 
be made to admit a patient to one of the 22 Inpatient beds for further studies. 
Other Indications for admission will be the occurrence of acute illness, 
children who are being cared for but cannot be managed at home, and social 
crisis of short duration in the family. 



Complementing the inpatient and outpatient services as an Integral 
part of the Facility operation Is a Family Evaluation Unit made up of six 
motel-like facilities which will enable the family of the retardate to stay for 
the short time necessary for evaluation. There will also be an adolescent unit 
made up of 28 beds (14 for boys, 14 for girls), concerned primarily with 
preparing previously Institutionalized retardates In their teens and late 
teen for return to the community. 



Total Cost: 

Federal Share: 

Date of Award: 

Estimated Completion Date: 



$4,950,000 
3,600,000 
January 1969 
July 1971 




Ohio State University, Columbus, Ohio 



29. 



o 




376 



15. UNIVERSITY OF OREGON, PORTLAND AND EUGENE , OREGON 

The Center will consist of two Facilities, one in Portland on the 
Medical School campus and one in Eugene on the University of Oregon campus. 

Both units will become the components of an ongoing professional training 
and demonstration program. The proposed inter-campus Center plan is predicated 
on the successful experience in a similar program in speech pathology and on 
18 months experience with an ongoing pilot project in mental retardation being 
carried on at both campuses. 

The Crippled Children's Division of the Medical School will implement 
the policy of the University-Affiliated Facility and the Oregon School of 
Education at Eugene will plan and execute the cur riculim and course work for 
joint training of special education personnel in mental retardation and 
handicapping conditions. 

The School of Social Work at Portland State College and the State 
Department of Special Education will participate- in the training program to 
meet the training needs of the State. A physician with specialized training 
in the field of pediatrics will be assigned by the Medical School to the 
Eugene facility to be responsible for the medical and biological aspects of the 
teaching program on the University campus. 

The Center will make it possible to coordinate and expand the present 
clinical services provided for the mentally retarded. The Center will have as 
its objectives: the further development of ongoing training programs; the 

expansion of the Mental Retardation Laboratory Clinic; the development and 
enrichment of curriculum development; the provision of an adequate number 
of specialized personnel needed within the communities of the State for the 
mentally retarded; the introduction of the interdisciplinary team concept for 
exemplary patient care; the training of graduate and post-graduate students in 
the biomedical and behavioral sciences; development of short-term courses and 
institutes for practitioners in medicine, dentistry, and allied health 
personnel to enhance the opportunity for individual trainees to benefit in 
a multidisciplinary setting. 



Total Cost: 

Federal Share: 

Date of Award: 

Estimated Completion Date : 



$5,072,000 
3,706,500 
August 1966 

Portland: January 1970 

Eugene: December 1970 
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University of Oregon, Eugene Oregon 



16, UNIVERSITY OF TENNESSEE, MEMPHIS, TENNESSEE 

The University-Affiliated Facility, known as the University of 
Tennessee Child Development Center, is part of the University of Tennessee 
Medical Center, and, like its parent organization, serves the mid-south area. 
The Child Development Center provides direct services to the mentally retarded, 
functions as an information and referral agency, and also serves as a clinical 
training facility for students enrolled in several mid-south universities and 
colleges. A large percentage of the patient population is in the lowest 
socio-economic group which constitutes the high-risk segment of the mentally 
retarded population within the atate. The staff of the Center has been 
active in the Memphis area in developing special education classes in public 
schools for the educable and the trainable, the development of a day care 
program for the severely retarded, che development of a preschool program for 
the mildly and the moderately retarded, the development of sheltered workshops, 
and the development of special classes for children with visual -perceptual 
motor handicaps, 

Training is offered in several medical specialities, dentistry, 
nursing, speech pathology and audiology, psychology, nutrition, social work, 
special education, rehabilitation counselling, occupational therapy, and 
physical therapy. Training efforts are directed at both graduate and under- 
graduate levels, In addition to inpatient and outpatient service programs 
and special education classes, a day care program and a preschool program are 
planned. 



The Center will provide improved services and education in the 
special education classes and teachers from Memphis State University in the 
training program will receive a practicum experience by observation of 
the retarded child from the diagnostic and evaluative process through the 
classroom experience. The inpatient facilities will permit more intensive 
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studies of patients and increase the training and research potential. Closed 
circuit television and one-way viewing windows in. observation rooms will be 
utilized to observe the inter-disciplinary approach in combating retardation. 



Total Cos t : 

Federal Share: 

Date of Award: 

Estimated Completion Date: 



$4,266,280 
3,199,710 
March 1966 
January 1970 




University of Tennessee, Memphis, Tennessee 
17, UTAH STATE UNIVERSITY, LOGAN, UTAH 

This University-Affiliated Facility will be located on the Logan 
campus adjacent to the north wing of the Edith Bowen Laboratories School. 

The Departments of Special Education, Psychology, Social Work, Audiology- 
Speech Pathology, Family Life and Child Development, Elementary Education and 
the Department of Health, Recreation and Physical Education will cooperate in 
using the facility for the training of professional personnel in the field 
of mental retardation. 

Students from the Department of Special Education, Utah State 
University, and Idaho State University, will receive specialized training in 
educational diagnosis of retarded children that will be. extended to master 
degree candidates in remedial reading and in mental retardation. Students in 
psychiatry at the College of Medicine at the University of Utah will 
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Director of child Psychiatric Services at the r fl C0 ° peration with the 
in nursing training at Weber State College wlll°nir^ ? Med ^ cine ' Students 
internships for training in medical traifln!^ 1 part ^ c ^P ate short-term 
receive comprehensive diagnosis and evaluation ^ * rCtarded perSons « h ° 

the Dean of the^ollege^f 0 ? ^ ^ 1 be under the direction of 

Department of Special^ducatlon L ”5° » U1 be asslst ed by the Head of 
functions will consist of the development b ° ard WlU be estab lished whose 
expansion of thoFicillty; clarification OLhl” 8 ' I™ pr ? 8ram planS for future 

communication; review of train*™ Problems involving interagency 

personnel. S P ro P osal s; and consummation in hiring^f 



Total Cost: 

Federal share: 

Date of Award: 

Estimated Completion Date: 



$911,406 
682,054 
February 1968 
January 1971 
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Utah state University, Logan, Utah 

UNIVERSITY OF WISCONSIN, MADISON, WISCONSIN 



Related Aspects of HumaO Development win OOoOid \ U ° n and the 

training professional personne/in a mult/dlff i? unique opportunity for 
patient research and clinical service i sci P linar Y approach to in- 
The Center is composed of a^Universitv-Af f 1 ° f m6ntal r otardation. 

Facility funded under Title I, p a rt A of p.L and a Res earch 

the University. The°Cente ^Director has^heT 11 * 16 the Vice - pres l- d ent of 
the many activities being carried on in the r esponsibili ty for coordination of 
coordination of : the Biomedical the D Center - He Is responsible for 

Rehabilitation Unit; the High R? sk Poo^at* Unlt! the Sch ° o1 

Wisconsin Colony Unit. He is also ° pUlat *°" Laboratory; and the Central 
the Center training programs. ® P ° nS 6 £or devel oping and monitoring 
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The programs to be conducted within the University “Affiliated Facility 
are structured so they will provide appropriate training in the research aspects 
of mental retardation as well as the training of professional personnel in the 
various disciplines considered necessary to provide a full range of services 
for the diagnosis and treatment, education, training, or care of the mentally 
retarded. 



The Diagnostic and Treatment Outpatient Unit of the Facility will 
provide a full range of disciplines required in the comprehensive diagnosis 
of the mentally retarded, and it will serve as a major training resource for 
students in all fields represented and will provide a unique opportunity for 
interdisciplinary training. 

The Central Wisconsin Colony Inpatient Unit of the Facility will be 
an integral resource because of its unique relationship with the University in 
providing training opportunities for faculty and students of the University 
of Wisconsin. (The units located at the Central Wisconsin Colony do not 
receive any federal construction support.) 



The School Rehabilitation Unit of the Facility will have as its major 
objectives: the development and demonstration of new and improved techniques 

of education and rehabilitation; and the training of teachers and vocational 
rehabilitation personnel. 



Total Cost: 

Federal Share UAF: 

Federal Share Research: 
Date of Award: 

Estimated Completion Date: 



$6,992,731 
2,616,783 
2,263,000 
January 1969 
December 1971 




University of Wisconsin, Madison, Wisconsin 
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ADDENDUM: MENTAL RETARDATION CHILD DEVELOPMENT CENTER, UNIVERSITY OF WASHINGTON, 
SEATTLE, WASHINGTON 

The Mental Retardation Child Development Center Is comprised of 
both a training and a research program which was funded In Its entirety 
under Title I, Part A, of P.L. 88-164. (See Page2 ) 

The training program offers comprehensive mental retardation child 
development training to medical students, pediatric residents, and 
post-doctoral fellows, speech and hearing trainees and fellows, nutrition 
trainees and fellows, psychology graduate students and Interns, psychiatry 
residents and fellows, nursing undergraduates, pre- and. post-masters students, 
and graduate social work students. In addition to the clinical research 
conducted In this setting, much effort is devoted to developing and main- 
taining extensive community/State relationships In- both service and training. 

The Behavioral Science Research Program In Psychology, Psychiacry, 
and Communications conducts clinical research program projects In this area 
which are closely integrated with other program units of the Center. 

The Experimental Education Program provides a twelve classroom 
school facility for research and some multidisciplinary training in an 
educational setting In technological and behavioral aspects of teaching 
handicapped children. An estimated 350 students will be enrolled in this 
unit when in full operation. 

A Residence Unit is designed to conduct training and research efforts 
In family interaction, and child-mother relations In a home environment. With 
television, audio and observation capabilities in each apartment unit, it 
provides significant expansion of total evaluation capabilities. Of the 
thirteen apartment units, one is for a resident manager, two for the 
Behavioral Science Research Program, and ten are related to the Clinical 
Training Unit. 




Child Development and Mental Retardation Center, University of 
Washington, Seattle, Washington 
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UniverBlty-Af filiated Facilities 
Funded aB of April 11, 1969 



Institutions 



Total Cost 



Federal Share Estimated/Completion Date 



University of Alabama 






Birmingham: January 


1969 


Birmingham and Tuscaloosa 


$2,907,326 


$2,180,494 


Tuscaloosa; October 


1968 


University of California 
Los Angeles, California 


6,330,000 


2,638,335 


December 


1968 


University of Colorado 
Denver, Colorado 


602,884 


369,000 


July 


1968 


Georgetown University 
Washington, D. C. 


2,000,000 


1,500,000 


October 


1969 


University of Miami 
Miami, Florida 


4,872,575 


3,054,432 


December 


1970 


Georgia Retardation Center 


At lanta; 
17,387,652 


1,206,450 


June 


1969 


Atlanta and Athens, Gerogia Athens; 










2,137,248 


1,887,713 


June 


1969 


Indiana University 
Indianapolis and 
Bloomington, Indiana 


4,277,635 


~3-j 157 ,231 


Riley Hospital: January 


1970 








Bloomington: August 


1969 


University of Kansas 
Lawrence, Kansas City end 










Parsons, Kansas 


3,860,000 


2,729,400 


December 


1970 


JFK Institute 
Baltimore, Maryland 


3,147,000 


2,360,250 


November 


1967 


Children's Hospital Center 
Boston, Massachusetts 


1,276,500 


863,250 


September 


1967 


Eunice Kennedy Shriver Center 








Waltham, Massachusetts 


2,219,300 


724,725 


April 


1967 


New York Medical College 
New Ycrk, New York 


4,000,000 


3,000,000 


January 


1970 


University of North Carolina Cost of Center for 
Chapel Hill, North Carolina Disorders: 667,748 


500,811 


June 


1970 


Ohio State University 
Columbus, Ohio 


4,950,000 


3,600,000 


July 


1971 


University of Oregon 










Portland and Eugene, Oregon. 5,072,000 


3,706,500 


Portland: January 


1970 








Eugene: December 


1970 
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Institutions 


Total Cost 


Federal Share 


Estimated/Completion Date 


University of Tennessee 
Memphis, Tennessee 


$4, 266, 280 


3,199,710 


January 1970 


Utah State University 
Logan, Utah 


911,406 


682,054 


January 1971 


University of Wisconsin 
Madison, Wisconsin 


Total cost of 
6,992,731 


Center: 

2,616.783 


December 1971 


Total: 


$73,423,485 


$39,977, 13B 
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COMMUNITY FACILITIES FOR THE MENTALLY RETARDED 



The Community Facilities Construction Program was authorized under 
Title I, Part C of the ’’Mental Retardation Facilities and Community 
Mental Health Centers Construction Act of 1963" (P.L. 88-164) and provides 
Federal grants to States to assist in the construction of specially 
designed public or other nonprofit facilities for the diagnosis, treatment, 
education, training, or personal care of the mentally retarded, including 
sheltered workshops which are part of facilities providing comprehensive 
services. A list of definitions describing both the facilities and the 
services is included on page 57. The program is administered at the 
State level by an officially designated State agency. Participation in 
the program requires the development of a State plan for the construction 
of community facilities for the mentally retarded based on an inventory of 
needed additional services and facilities. Construction projects are 
approved in accordance with the provisions of the State plan. Designated 
State agencies and allocations for construction of community facilities 
for the mentally retarded are shown on pages 58-63. 

As of December 31, 1968, 242 projects had been approved for Federal 
assistance. The projects are classified by function; additional data are 
included in tabula** form on pages 41-56. 

The approved projects involve 223 facilities, several of which have 
received approval for more than one project. Of the 242 projects, 55 have 
been completed, 101 are under construction and 86 are in the initial 
approval stage. The total estimated cost is approximately $143.5 million 
and the estimated Federal share is $48.4 million. Upon completion the 
projects will provide services to more than 63,000 retardates of which 
24,000 have not previously received services,and 39,000 will be provided 
improved and more extensive services. 



This construction program is administered by the Division of Mental 
Retardation, Rehabilitation Services Administration, Social and Rehabili- 
tation Service, U. S. Department of Health, Education, and Welfare. 
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COMMUNITY FACILITIES FOR THE MENTALLY RETARDED 




Blue Grass School for Retarded Children 
Lexington, Kentucky 
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DEFINITIONS 



I. Facilities : 

A. D&E Clinic (Diagnostic and Evaluation Clinic ): A facility providing 

diagnostic and evaluation services only * 

B. Day Facility : A facility operating for care and treatment of the 

mentally retarded on less than 24 hour-a-day basis, providing diagnosis 
(and evaluation), treatment, education, training, personal care or 
sheltered workshop services . 

C. Residential Facility ; A facility operating for care and treatment of 
the mentally retarded on a 24 hour-a-day basis providing diagnosis 
(and evaluation), treatment, education, training, personal care, or 
sheltered workshop services* 



II. Seirvices : 

A. Diagnosis and Evaluation : Coordinated medical, psychological, social 

service, educational, speech pathology, audiology, nursing, occupational 
therapy, physical therapy, nutrition, vocational and other related 
services carried out under the supervision of qualified personnel to 
assess the individual's abilities and disabilities, and family and 
community resources. Based on this assessment a plan to meet the 
needs of the individual and his family is developed and methods of 
implementation recotranended . Periodic reassessment of the individual 
where needed is an essential aspect of this Service. 

B. Treatme nt: Appropriate medical, dental, physical therapy, occupa- 

tional therapy, hearing therapy, psychotherapy, social service and 
related services carried out under the direction of qualified per- 
sonnel to bring about improvement in effective physical, psychological 
or social functioning of the mentally retarded individual. 

C. Education : Services based on a structured curriculum of instruction 

carried out under supervision of teachers qualified in special educa- 
tion to meet the needs of the retarded in preschool, primary, inter- 
mediate, prevocational, vocational and other appropriate areas. 

D. Training: Services carried out under the supervision of qualified 

personnel which provide for training of the retarded individual in 
motor skills, activities of daily living, vocational training, per- 
sonality development, socialization, recreation and other related 
components . 
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E. Personal {custodial) Care t Services providing for the dietary, 
shelter, clothing, medical care, nursing and other daily personal 
needs of the retarded to insure proper personal care during the 
time the individual is utilizing the various other services offered 
by the facility* 

F. Sheltered Workshop ; Services carried out under the supervision of 
qualified personnel involving a program 0 f paid work involving work 
evaluation, work adjustment training, occupational skill training, 
supervised transitional employment, placement and other related com- 
ponent services. 



STATE AGENCIES RESPONSIBLE FOR COMMUNITY 
MENTAL RETARDATION FACILITIES CONSTRUCTION PROGRAM 
TITLE I, PART C, P.I*. 88-164 



ALABAMA: Ira L. Myers, M.D., State Health Officer, State Board of 

Health, Montgomery, Alabama 36104 

ALASKA: J. Scott McDonald, Commissioner, Department of Health and 

Welfare, Alaska Office Building, Juneau, Alaska 99801 

ARIZONA: George Spendlove, M.D., Commissioner of Public Health, State 

Department of Health, 1624 West Adams Street, Phoenix, Arizona 85007 

ARKANSAS: J. T. Herron, M.D. State Health Officer, State Board of Health, 
Little Rock, Arkansas 72201 

CALIFORNIA: Louis F. Saylor, M.D., Acting Director of Public Health, 

State Department of Public Health, Berkeley, California 94704 

COLORADO: Roy L* Cleere, M.D., Director, State Department of Public Health, 
Denver, Colorado 80220 

CONNECTICUT: Franklin M, Foote, M.D., Commissioner, State Department of 

Health, 79 Elm Street, Hartford, Connecticut 06115 

DELAWARE: Floyd I. Hudson, M.D., Executive Secretary, State Board of 

Health, Dover, Delaware 19901 



DISTRICT OF 

COLUMBIA: Murray Grant, M.D., Director, Department of Public Health, 
Washington, D.C. 20001 



FLORIDA: James G. Foshee, Fh.D., Director, Division of Mental Retardation, 
Board of Commissioners of State Institutions, 908 South Bronough 
Street, Tallahassee, Florida 32304. 
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GEORGIA: John H. Venable, M.D., Director, Department of Public Health, 

47 Trinity Avenue, S.W. , Atlanta, Georgia 30334 

GUAM: Joseph H. Gerber, Acting Director of Public Health and Social 

Services, Department of Public Health and Social Services, 

Agana, Guam 96910 

HAWAII: Walter B. Quisenberry, M.D., Director of Health, Department of 

Health, Honolulu, Hawaii 96801 

IDAHO: Terrell 0. Carver, M.D., Administrator of Health, State Department 

of Health, Boise, Idaho 83701 

Director, Department of Mental Health, Chicago, Illinois 60601 

Andrew C* Offutt, M.D., State Health Commissioner, State Board 
of Health, Indianapolis, Indiana 46207 

James F. Speers, M.D., Commissioner of Public Health, State 
Department of Health, Des Moines, Iowa 50319 

Robert A* Haines, M.D., Director, Division of Institutional 

Management, State Board of Social Welfare, Topeka, Kansas 66612 

Russell E. Teague, M.D., Conmissioner , State Department of Health, 
Frankfort, Kentucky 40601 

LOUISIANA: E.L. Agerton, Director, State Department of Hospitals, 655 North 
5th Street, Baton Rouge, Louisiana 70804 

MAINE: Dean H, Fisher, M.D., Commissioner, Department of Health and 

Welfare, Augusta, Maine 04330 

MARYLAND: William S. Spicer, M.D., Chairman, Board of Health and Mental 

Hygiene, Baltimore, Maryland 21201 

MASSACHUSETTS; Milton Greenblatt, M.D., Commissioner, Department of 

Mental Health, 15 Ashburton Place, Boston, Mass. 02108 

MICHIGAN R. G. Rice, M.D., Acting Director, Department of Public Health, 
Lansing, Michigan 48914 

MINNESOTA; Morris Hursh, Commissioner, Department of Public Welfare, 
Centennial Building, St. Paul, Minnesota 55101 

MISSISSIPPI: Dorothy N. Moore, Ph.D., Program Director, Interagency 

Commission on Mental Illness and Mental Retardation, 

Jackson, Mississippi 39205 



ILLINOIS: 

INDIANA: 

IOWA: 

KANSAS: 

KENfUCKY: 
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MISSOURI: 


George A* Ulett, M.Dr, Director, Division of Mental Diseases, 
Department of Public Health and Welfare, Jefferson City, 
Missouri 65102 


MONTANA; 


John S. Anderson, M.D., Executive Officer and Secretary, State 
Department of Health, Helena, Montana 59601 


NEBRASKA: 


Lynn W. Thompson, M.D., Director, Department of Health, State 
Capitol Building, Lincoln, Nebraska 68509 


NEVADA: 


Edward F. Crippen, M.D., State Health Officer, Division of 
Health, Department of Health, Welfare and Rehabilitation, 
Carson City, Nevada 89701 



NEW HAMPSHIRE: Mary M. Atchison, M.D., M.P.H., Director, Division of Public 

Health, Department of Health and Welfare, 61 South Spring 
Street, Concord, New Hampshire 03301 

NEW JERSEY: Lloyd W. McCorkle, Ph.D., Conroissioner, Department of Institu- 

tions and Agencies, P*0. Box 1237, Trenton, New Jersey 08625 

NEW MEXICO: John G* Jasper, Executive Director, Department of Public 



NEW YORK: 


Health and Social Services, Santa Fe, New Mexico 87501 

Alan D. Miller, M.D*, Commissioner, Department of Mental Hygiene, 
119 Washington Avenue, Albany, New York 12225 



NORTH CAROLINA: William F. Henderson, Executive Secretary, North Carolina 
Medical Care Commissioner, Raleigh, North Carolina 27601 

NORTH DAKOTA: James R* Amos, M.D., State Health Officer, Department of 





Health, State Capitol, Bismarck, North Dakota 58501 


OHIO: 


Martin A. Janis, Director, Department of Mentrl Hygiene and 
Correction, State Office Building, 65 South Front Street, 
Columbus, Ohio 43215 


OKLAHOMA: 


Lloyd E* Rader, Director, Department of Public Welfare, 

Sequoyah Building, Box 531 61, Oklahoma City, Oklahoma 73105 


OREGON: 


Kenneth D* Gaver, M.D., Administrator, Mental Health Division, 
State Board of Control, Salem, Oregon 97310 



PENNSYLVANIA: Thomas W* Georges, M.D., Secretary, State Department of 

Public Welfare, Health and Welfare Building, Harrisburg, 
Pennsylvania 17120 

PUERTO RICO; Manuel A* Torres-Aguiar, M.D., Secretary of Health, Depart- 
ment of Health, San Juan, Puerto Rico 00924 
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RHODE ISLAND: Joseph E. Cannon, M.D., Director of Health, Department of 

Health, State Office Building, Providence, Rhode Island 
02903 

SOUTH CAROLINA: E. Kenneth Aycock, M.D., State Health Officer, State 

Board of Health, Columbia, South Carolina 29201 



SOUTH DAKOTA: G. J. Van Heuvelen, M.D*, State Health Officer, State 

Department of Health, Pierre, South Dakota 57501 

TENNESSEE: Nat T. Winston, Jr., M.D., Commissioner, Department of 

Mental Health, 300 Cordell Hull Building, Nashville, 
Tennessee 37219 



TEXAS: John Kinross-Wright, M.D., Commits loner , Department of 

Mental Health and Mental Retardation, Austin, Texas 78756 

UTAH: G. D. Carlyle Thompson, M.D., Director of Health, Division 

of Health, Department of Health and Welfare, 44 Medical 
Drive, Salt Lake City, Utah 84113 

VERMONT: Jonathan P.A# Leopold, M.D., Commissioner, Department of 

Mental Health, State Office Building, Montpelier, Vermont 
05401 



VIRGINIA: Mack I. Shanholtz, M.D., State Health Commissioner, State 

Department of Health, Richmond, Virginia 32319 



VIRGIN ISLANDS: Roy A. Anduze, M.D., Commissioner, Department of Health, 

P.0. Box 1442, St. Thomas, Virgin Islands 00801 



WASHINGTON William Conte, M.D., Director, State Department of Institutions, 
Olympia, Washington 98501 



WEST VIRGINIA: N. H. Dyer, M*D., Director, State Department of Health, 

Charleston, West Virginia 25311 

WISCONSIN: Wilbur J. Schmidt, Secretary, Department of Health and 

Social Services, 1 West Wilson Street, Madison, Wisconsin 
53702 

WYOMING: Robert Alberts, M#D., Director, Department of Public Health, 

State Office Building, Cheyenne, Wyoming 82001 
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ALLOCATIONS TO STATES 



For Construction of Community Facilities for the Mentally Retarded 





1968 \] 
Actual 


1969 2/ 
Estimate 


1970 

Estimate 


Totals 


$12,000,000 


$12,000,000 


$8,031,000 


Alabama 


$ 247,502 


$ 247,101 


$ 146,091 


Alaska 


100,000 


100,000 


100,000 


Arizona 


100,000 


100,000 


100,000 


Arkansas 


139,159 


140,465 


100,000 


California 


908,447 


916,026 


541,573 


Colorado 


107,804 


109,285 


100,000 


Connecticut 


132,759 


132,923 


100,000 


Delaware 


100,000 


100,000 


100,000 


District of Columbia 


100,000 


100,000 


100,000 


Florida 


341,712 


343,335 


202,987 


Georgia 


287,876 


287,857 


170,187 


Hawaii 


100,000 


100,000 


100,000 


Idaho 


100,000 


100,000 


100,000 


Illinois 


512,877 


513,046 


303,324 


Indiana 


262,416 


264,230 


156,218 


Iowa 


148,805 


145,193 


100,000 


Kansas 


123,454 


123,314 


100,000 


Kentucky 


210,329 


207,763 


122,834 


Louisiana 


242,861 


243,088 


143,718 


Maine 


100,000 


100,000 


100,000 


Maryland 


187,056 


189,237 


111,881 


Massachusetts 


264,395 


263,504 


155,789 


Michigan 


435,417 


440,252 


260,286 


Minnesota 


198,791 


197,153 


116,561 


. Mississippi 


188,145 


185,147 


109,463 


Missouri 


247,788 


248,706 


147,040 


Montana 


100,000 


100,000 


100,000 


Nebraska 


100,000 


100,000 


100,000 


Nevada 


100,000 


100,000 


100,000 


New Hampshire 


100,000 


100,000 


100,000 


New Jersey 


328,075 


330,780 


195,564 


New Mexico 


100,000 


100,000 


100,000 


New York 


844,669 


834,557 


493,407 


North Carolina 


330,384 


329,988 


195,095 


North Dakota 


100,000 


100,000 


100,000 



ALLOCATIONS TO STATES - continues 



For Construction of Community Facilities for the Mentally Retarded 





1968 1/ 
Actual 


1969 2/ 
Estimate 


1970 

Estimate 


Ohio 


$ 547,763 


$ 549,394 


$ 324,813 


Oklahoma 


148,871 


148,469 


100,000 


Oregon 


105,098 


105,657 


100,000 


Pennsylvania 


606,647 


602,277 


356,079 


Rhode Island 


100,000 


100,000 


100,000 


South Carolina 


188,387 


188,434 


111,406 


South Dakota 


100,000 


100,000 


100,000 


Tennessee 


255,916 


254,368 


150,387 


Texas 


654,236 


651,236 


385,024 


Utah 


100,000 


100,000 


100,000 


Vermont 


100,000 


100,000 


100,000 


Virginia 


266,078 


266,517 


157,570 


Washington 


156,350 


160,332 


100,000 


West Virginia 


118,703 


117,421 


100,000 


Wisconsin 


226,221 


224,683 


132,838 


Wyoming 


100,000 


100,000 


100,000 


Guam 


6,654 


7,971 


4,713 


Puerto Rico 


221,943 


222,836 


131,745 


Virgin Islands 


4,069 


4,915 


2,906 


American Samoa 


2,343 


2,540 


1,501 



NOTE: 1970 allocations are tentative pending receipt of revised population 

and per capita income data. 

If 1968 appropriation $18,000,000, less $6,000,000 cost reduction. 

2/ 1969 appropriation $6,000,000, plus $6,000,000 from 1968 cost reduction. 
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APPENDIX B 



NUMBER OF UNIVERSITIES 

APPROVED FOR CONSTRUCTION OF BOTH A UNIVERSITY- AFFILIATED 
FACILITY AND A RESEARCH CENTER 



Walter E« Fernald State School, Waltham, Massachusetts 

University of California, Los Angeles, California 

Children's Hospital, Boston, Massachusetts 

University of Kansas, Lawrence, Kansas 

University of Colorado, Denver, Colorado 

University of North Carolina, Chapel Hill, North Carolina 

University of Wisconsin, Madison, Wisconsin 



SELECTED LAWS RELATING TO 
MENTAL RETARDATION 



( 411 ) 




38-191 0 - 70 - 27 
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